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ABSTRACT 
Parents of children with high-level support needs, including adult children, commonly 
interact with service providers across health, disability, education and other systems. In 
a policy environment that emphasises individual autonomy and the marketisation of 
service provision, however, parents’ relationships with such systems remain unclear.  
This qualitative study explored the ways that parents construct their relationships with 
providers, and their views about their own identities within and outside the formal 
service systems with which they interact.  A theoretical framework of social 
constructionism, complexity theory, and critical postmodern feminism informed the 
study design and the interpretation of data.   
Twenty-seven parents, from metropolitan and non-metropolitan areas across five 
Australian states, participated in semi-structured in-depth interviews and created 
concept maps to describe their service system relationships.  
The data were analysed using a thematic network analysis (Attride-Stirling, 2001), from 
which three key themes emerged. A theme of “boundaries” captured the ways that 
parents defined their own identities, and those of providers. “Transition” highlighted 
times of change as particular occasions of challenge and opportunity in the negotiation 
of parent identities and relationships. The third theme, “enacting power through control 
and resistance” reflected parents’ understanding of the role of power in their 
relationships with providers.  
The findings suggest that a life-course approach contributes to a better understanding 
of the unique, complex and dynamic relationships between parents and service 
providers than current service models that reflect the developmental stages of 
childhood, adolescence and adulthood. The global theme of “individual (re)negotiation” 
sheds light on parents’ constructions of identity and their active participation towards 
more equitable relationships with providers. The findings of the study have implications 
for more inclusive, co-relational practices. The thesis discusses the findings’ significance 
for policy, practice, education and future research. 
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Glossary of Terms 
ABS – Australian Bureau of Statistics 
 
AIHW – Australian Institute of Health and Welfare 
 
Child - In the absence of a suitable alternative when referring to adults, the word “child” 
is used regardless of a person’s age, in the context of the relationship with that person’s 
parent. It is not intended to convey a paternalism or disrespect to adults who may be 
erroneously infantilised by society on the basis of their physical or intellectual 
characteristics. 
 
Co-production – “Co-production means delivering public services in an equal and 
reciprocal relationship between professionals, people using services, their families and 
their neighbours. Where activities are co-produced in this way, both services and 
neighbourhoods become far more effective agents of change” (Boyle & Harris, 2009, 
p.11).  
 
DSS – Australian Government Department of Social Services 
 
Formal care system - Care provided by providers who are paid and/or have 
professional qualifications, and whose relationship with the family commenced as a 
result of the additional support needs of one or more family members. This includes 
unpaid “grey” care, such as that provided by voluntary workers. (See also “Informal 
care.”) The critique of terminology of formal and informal care is an important element 
of this thesis, and the terms are used in this light.   
 
High-level care - A requirement for ongoing care over and above that usually 
associated with a person of the same chronological age, including assistance to perform 
basic activities of daily living such as eating, ablutions, and communication, or a 
requirement for ongoing specialised medical interventions such as airway suction. 
 
Informal care - A term commonly used to refer to care provided without payment, 
usually by family members or friends. It assumes that a relationship exists between the 
person and their carer beyond the person’s additional support needs. The term informal 
care is problematic (Yeandle, Chou, Fine, Larkin & Milne, 2017), and its use is avoided in 
this thesis unless in relation to its broader usage in literature or practice, or in the 
context of critique. In other contexts, more specific and contextualised terms are used.   
 
NCCS – National Classification of Community Services 
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NDIA – National Disability Insurance Agency 
 
NDIS - National Disability Insurance Scheme. The NDIS is an Australian Government 
insurance scheme, legislated in 2013 to fund access to supports for eligible people with 
disability throughout Australia. It is scheduled for full national implementation by 2019. 
 
Parent – In the context of this study, this term refers to biological, adoptive, step- and 
other parents who cared for a child with a condition resulting in ongoing additional care 
needs and involvement with services across multiple sectors. 
 
Participant - Generic term for a person who contributes to the production of research 
data. In this thesis, the terms parent and researcher are preferred, to acknowledge the 
shared engagement in data production. The term participant is used only to denote 
participation in a general sense, or in reference to other research sources. 
 
Provider - An individual or organisation that provides services and/or care work on 
the basis of payment, with or without professional qualification. This term encompasses 
a range of other terms in common usage in various contexts, such as worker, 
professional, paid carer, staff, and manager. 
 
Special Education (sometimes known as Specialist Education) – School education 
programs designed specifically to cater for children who require additional support as a 
result of developmental, behavioural, sensory and other health or learning needs. 
Although programs for children identified as “gifted” are included within some Special 
Education policy documentation, this thesis excludes this aspect.  
 
SCRGSP - Steering Committee for the Review of Government Service Provision 
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Chapter One. Introduction to the thesis 
1.1 Origins of the research 
This thesis grew from my attempts to better understand the perspectives of parents of 
children with high-level support needs in a way that could contribute to improved 
experiences for the parents, for their children, and also for service providers. My 
interest in the topic has its origins in the stories that parents shared with me when I 
was employed by a small, family-run support group for people affected by a progressive 
neurodegenerative condition. As onset of symptoms could occur at any time from 
infancy to young adulthood, parents who had previously anticipated their children’s 
independent adulthood found themselves unexpectedly confronted with a renewed or 
prolonged role in the day-to-day minutiae of their children’s lives. This led to major 
readjustments to every aspect of their own lives, relationships, and plans for the future.  
 
In my social work role, I was often asked to help navigate service systems or resolve 
conflicts, but I also saw many examples of parents and providers who worked 
constructively together. Parents told me of the emotional impacts of adjusting their life 
expectations to accommodate increasing, rather than decreasing, involvement in their 
children’s care. I also heard from parents, and witnessed myself, some of the practical 
implications of grappling with multiple, diverse service systems, both at times of crisis 
and over prolonged periods of time. A search for literature to increase my knowledge 
about the way that parents’ perspectives were understood, given the increasing traction 
of neoliberal and individualist approaches in policy and practice at the time, indicated 
that a deeper exploration of Australian parents’ experiences was warranted; this thesis 
has come about as a result of that initial curiosity. 
 
Although viewing myself as an outsider (Breen, 2007; Gair, 2012) to these parents’ 
experiences, a personal incident from my own early parenting also played a part in the 
way I approached this topic. Many years previously, when I was employed as a qualified 
nurse, my infant daughter was hospitalised for a severe infection. On greeting me in the 
ward, a health professional informed me that I should remember that in that context I 
was “a mother, not a nurse.” Throughout my professional life, that comment has caused 
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me to reflect on the ways that parents and providers negotiate identities and 
relationships when boundaries become blurred.  
 
This aspect of my own history underlined the necessity of taking a reflexive approach to 
the research. Throughout the thesis, I have used the first person as an 
acknowledgement of my active involvement in the construction and interpretation of 
the data. Although endeavouring at all times to maintain a focus on parents’ 
perspectives and to approach their views with integrity, it would be disingenuous for 
me to claim that I was either passive or objective in the research process. To do so 
would also be inconsistent with my epistemology, which views reality as socially 
constructed and interpreted; I played an active role in both the creation and 
interpretation of data. I do, however, seek to be transparent and accountable for my 
analysis as it is communicated via this thesis and beyond. 
 
1.2 Aims of the research 
The research aimed to explore the perspectives of parents of a child or children 
(including children over 18 years of age) with high-level care needs, on their 
relationships with the diverse range of service systems with which they interacted. 
Although much has been written about various aspects of care, attention to the 
meanings parents give to their relationships with diverse systems is lacking. For 
parents whose children are affected by genetic conditions, traumatic injury or other 
conditions resulting in multiple impairments, interaction with providers crosses 
boundaries that are not only disciplinary but also sectoral (for example, the service 
sectors of health, disability, education, and community services). The reasons for the 
scarcity of existing research on this topic are unclear. It may be that the rarity of 
individual conditions has discouraged researchers who anticipate recruitment 
problems, or that the complexity of service systems is seen as a logistical barrier, 
particularly for research located within a specific program or disciplinary setting. 
 
This study took an approach that aligned with parents’ worlds rather than being located 
within a program- or discipline-specific frame. At the same time, it drew on my inter-
professional preparation in nursing and social work. The study aimed to employ a 
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methodology that would be emancipatory and empowering for parents. The impact of 
this approach was reflected in parents’ feedback about their experience of participation, 
as discussed in Section 9.2.2 (p.212). The study also aimed to contribute to the wider 
knowledge base and decision-making in policy and practice, and to specifically 
contribute to social work knowledge and practice in a way that is consistent with the 
definition of social work as a profession that “promotes social change, problem solving 
in human relationships and the empowerment and liberation of people to enhance 
wellbeing. Utilising theories of human behavior (sic) and social systems, social work 
intervenes at the points where people interact with their environments. Principles of 
human rights and social justice are fundamental to social work” (Australian Association 
of Social Workers [AASW], 2010, p.10). These values underpinned the aims and design 
of the study.  
 
1.3 Research questions 
The research sought to respond to the over-arching question, “How do parents of 
children (including adult children) affected by a condition resulting in high-level care 
needs perceive their own relationships with complex service systems?” From this 
question three sub-questions arose: how do parents understand their own identities 
within or outside these systems, how do parents characterise effectiveness in their 
relationships with providers at both individual and systemic levels, and how do parents 
understand the concept of complexity in the context of their relationships with 
providers?    
 
1.4 Theoretical framework 
Given the concern for parents’ perspectives in each of the research questions, an 
interpretive stance underpinned the study. This ontological approach valued parents’ 
individual understanding and, rather than seeking to determine a single truth or 
essence, viewed all perspectives as truths from which actions, beliefs and meaning-
making emerged. Combined with a social constructionist epistemology, this provided a 
foundation upon which to understand knowledge as socially generated. 
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The exploratory nature of the research questions led to the use of a qualitative 
methodology that was influenced by feminist values. Feminist methodologies are 
concerned above all with understanding women’s experiences, contributing to 
improvements in their lives, and equalising power within research relationships (Gray, 
Agllias, Schubert & Boddy, 2015). In this research, a critical postmodernist 
understanding of feminism informed the study. The sources and influence of power in 
the ways that parents constructed concepts of identity and relationship were critically 
examined. Although women’s lives were a central concern, I was also interested in the 
experiences of fathers. In the dual contexts of care work as “women’s work” (Meagher, 
Healy and Australian Council of Social Service, 2005, p.29) and men’s 
underrepresentation in qualitative research (Macdonald, Chilibeck, Affleck & Cadell, 
2010) and nursing research (Polit & Beck, 2013), I was keen to include the perspectives 
of both fathers and mothers to understand more deeply the gendered power 
relationships experienced by both in the course of their interactions with providers. 
However, I interpreted these from a position of critical postmodern feminism, guided by 
the principles of a focus on women’s lives and experiences, and a commitment to 
minimising power imbalances in my interactions with parents where possible. 
 
Complexity (or complex systems) theory (Healy, 2014) offered an important 
contribution to the theoretical framework of this research. Building on past iterations of 
systems theory that situated individuals and families within ever broader contexts, 
complexity theory as described by Cilliers (1998) offered a helpful lens through which 
to avoid oversimplification and, consequently, a false sense of knowledge, when 
interpreting relationships between parents and providers. Cilliers’ approach also 
differed from earlier versions of systems theory in its challenge to the assumption of 
equilibrium as a goal of systems, arguing instead that disequilibrium can be positive and 
energising. This offered a useful re-framing of the concept of change when exploring 
relationships between parents and providers in the face of significant changes at both 
individual and system level. 
 
The research design incorporated two innovative approaches in its methodology. The 
first was the use of a two-step written consent process that foregrounded issues of 
privacy and confidentiality. This was a particular ethical concern for this study, as many 
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of the participants’ children were affected by rare conditions, and the unusual family 
circumstances or combinations of services increased the possibilities of identification 
despite the use of pseudonyms. By articulating potential risks and discussing in some 
detail the possible uses of the information, together with a second written consent, 
parents were invited to maximise their control over the future use of the data. 
 
The second innovation was the creation of visual data using an intentionally 
unsophisticated mapping tool, consisting of a whiteboard, erasable pens, and magnets 
depicting a wide range of providers. If they chose to, parents created visual data to 
complement their interviews. They were encouraged to use the tools in any way that 
they found helpful, rather than following a predetermined mapping structure. 
 
Both of these approaches are discussed in more detail in Chapter Four. The innovations 
aimed to honour the ethic of care that guided the study by maximising the agency of 
parents in both creating and sharing their information.  
 
1.5 Significance of the study 
The primary significance of the study is its privileging of the voices of a group of parents 
whose views, as “hidden” carers, have been generally unacknowledged in mainstream 
literature (Knowles et al., 2016, p.203). While there is some acknowledgement, in both 
policy and practice, that children and young adults with additional support needs 
diverge from their developmentally typical peers and require support adapted to their 
specific abilities and preferences, there is little similar acknowledgement of the impact 
on parents’ identities and relationships, or of the consequences of their continuing 
bonds with their children. This is particularly significant given the somewhat 
contradictory expectations that parents will retain long-term responsibility for their 
children’s care, while pursuing their adult child’s autonomy.  
 
Parents of children with high-level care needs face issues specific to their combined 
roles as parents and carers, however little research exists about their perspectives. 
Service systems based on discrete life stages inadequately reflect the strengths, needs, 
and concerns of this group of parent carers. Traditional understandings of parent-
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provider relationships often place expertise and authority in the hands of professionals, 
with interactions structured on assumptions of specific and deficit-focused episodes. In 
the context of parents’ long-term care of their children, often involving the development 
of significant technical expertise, this suggests that such assumptions could serve as 
barriers to parents’ participation in effective relationships with their children’s service 
providers. However, there is an absence of existing evidence to either support or refute 
this possibility.   
 
The theoretical frameworks of critical postmodern feminism and complexity theory 
enabled the data to be analysed in a way that reflects parents’ perspectives beyond, 
rather than limited to, a particular disciplinary focus. As a result, the study contributes 
to knowledge in diverse service contexts. Within this cross-sectoral environment, 
however, the thesis is particularly concerned with its relevance to social workers.  This 
reflects my position that social workers are ideally placed to work with parents across 
sector boundaries, on the basis of the profession’s stated values. Most importantly, the 
social work profession is concerned with the individual in context, and is committed to 
challenging inequality personally and politically. In presenting an interpretation of 
parents’ voices, the research aims not only to challenge the forces that serve to 
disempower this group of parents, but to inform and encourage practitioners, students 
and educators to shape their practice in a way that better responds to the needs of both 
parents and their children.   
 
1.6 Explanation of terms 
Foundations in social constructionism and critical postmodern feminism led me to 
understand that language is an important means of creating knowledge, and that it can 
also be used to replicate, reinforce or challenge oppression. Choices of terminology are 
not straightforward, however; the discourses of care and disability, two important 
concepts in this thesis, demonstrate the ways in which language can be contested. For 
example, in discourses about disability, “disabled children” (Degener, 2017; Horridge et 
al., 2016), “disabled people” (Degener, 2017), “people with disability” (People with 
Disability Australia, 2017) and “persons with disabilities” (United Nations, 2017) can 
each be framed as statements about human identity, society, disability and the 
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relationships between these concepts. Suharto, Kuipers and Dorsett (2016) suggested 
the adoption of “diffability”, a term that originated in Indonesia. The term emphasises 
difference in abilities and challenges stigma but, arguably, retains a focus on the 
individual and fails to address social disablement. Concepts of care and caring, 
meanwhile, are simultaneously ubiquitous and open to multiple interpretations (Fine, 
2007; Fisher & Tronto, 1990; Twigg & Atkin, 1994), with the relationship between care 
and dependence a particularly fraught area. While some authors consider care and 
empowerment to be mutually exclusive (Morris, 1997), the concept of interdependence 
(Fine & Glendinning, 2005; Milne & Larkin, 2015) has enabled further debate to 
develop. These issues are elaborated in Chapter Three.  
 
It is in the context of my epistemological and theoretical positions, and the debates 
about key concepts of care and disability, that I chose to use certain words in a 
particular way throughout this research and to avoid others despite their common use 
in the literature.  Given the dynamic nature of language evolution it is likely that some of 
the words used here will take on new connotations in future years. As terminology 
guided specific aspects of the research design and interpretation of the data, however, 
Sections 1.6.1 and 1.6.2 present an explanation of the way these terms have been used 
in this thesis, and reasons for these choices. 
 
1.6.1 The language of participation and production of data 
Through the early research phases of proposal, ethics approval and recruitment, project 
documentation referred to the researcher or interviewer, and participants. This was 
congruent with established ethical practice and traditional research terminology. 
However, in the course of reflecting on my own role in interactions with parents, 
particularly (but not only) in the context of data production, I came to see myself as a 
participant also. Two other concerns added to the complexity of language choices when 
referring to the parents who shared their perspectives with me. One was that the ethics-
approved documentation referred to “parent-carers” (an attempt at the time to 
acknowledge the interconnections and tensions between these two labels, in the 
absence of parents’ interpretations at that time), but the data demonstrated 
considerable diversity in the way that people viewed themselves as “parent” or “carer”. 
In keeping with the theoretical principles of nuance and complexity, it also became 
8 
 
apparent that neither word fully accounted for the person’s full identity, beyond their 
domestic roles.  
 
The other concern was that gender appeared to be relevant to some data, if not all, and 
to remove references to a person’s gender limited the analysis of this aspect of parent 
perspectives and their possibly gendered constructions of meaning. On the other hand, I 
wanted to ensure that, as much as possible, the study’s findings would be relevant to a 
variety of family structures, including families with same-sex parents. As a result, 
terminology varies somewhat throughout this thesis according to the context: in general 
I refer to parents and to myself as researcher, on the basis that we were all participants 
in the research process. Where reference is to an individual parent, the gender is given 
to enable the reader to consider the possible role of gender in the analysis of the data. 
However, when referring to the wider literature, I use the term participants in its more 
generic sense, to maintain consistency and clarity when referring to other sources and 
their varied epistemologies and methodologies. 
 
Data, meanwhile, are described as produced or created, rather than gathered or 
collected. This choice of terminology was informed by the work of feminist 
methodologists such as Ramazanoglŭ and Holland (2002), who argued that production 
suggests an active and social creation of meaning, in contrast to data collection, which 
hints that “facts” exist as static items “lying about waiting for the researcher to spot 
them” (Ramazanoglŭ & Holland, 2002, p.154). This term also more effectively reflected 
the individual creativity of parents in their approaches to concept mapping.   
 
My feminist perspective as an active participant in research interactions also required 
an acknowledgment that I contributed to the production of data and, particularly, to the 
interpretation of that data that led to the presentation of findings and their implications. 
Thus, while parents produced or created their data, in some aspects it was appropriate 
to refer to co-production to explicate my active participation in parts of the research 
process. 
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1.6.2 The language of service provision 
A second area of vocabulary that required attention was the terminology of the formal 
care or service sectors with which parents interacted. The many and disparate terms 
used in the literature to refer to individuals (such as carer, worker, professional, case 
manager) and organisations (agency, service provider, general practice, special/ist 
school, and others) reflect the many discourses that influence this space, some of which 
are discussed in more detail in Chapters Two and Three. Ife’s model of four prevailing 
discourses in the Australian human services sector, designated “managerial”, 
“professional”, “market” and “community” (1997, p.47), provided a useful insight into 
the complexity of service provision. Each discourse featured different power and 
knowledge relationships and, importantly, a distinctly different terminology. Although 
Ife’s model was developed almost 20 years prior to the study’s commencement, the 
framework remained pertinent to Australian service systems at the time of the research.  
 
The complexity of terminology is increased when viewed across multiple disciplines 
and sectors (teacher/student and practitioner/patient, for example, in education and 
health sectors respectively). Different vocabularies can have a negative impact on 
families’ access to services, representing a key barrier to cross-sector co-ordination 
(Madden, Fortune, Collings, Madden & Blackwood, 2014). Ultimately, the decision in this 
thesis was to use the word providers to refer to both individuals and organisations who 
provided a service, product, education or care. As parents interacted with diverse 
sectors, including non-professional workers, I considered this term to be appropriately 
generic to cover multiple sectors and relationships. Where a more specific label is 
required, a term commonly used in that context is employed, such as references to 
doctor or hospital in the health sector. 
 
1.7 Overview of the thesis structure 
Chapter Two provides an overview of four sectors with which parents of children with 
high-level care needs commonly interact. In the Australian context, these are often 
designated as health, disability, education, and community services sectors, although 
this way of categorising the many different types of care, service and education 
providers is neither as clear-cut nor as comprehensive as the short list might suggest.  
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Chapter Three presents current literature pertinent to the research topic, with 
particular emphasis on understandings of the concepts of care and disability; this 
literature underpinned the framing of the research questions and sub-questions, and 
the choice of research design.  
 
Chapter Four contains a comprehensive description of the study’s theoretical 
framework, methodology and methods. 
 
Chapters Five to Eight present and discuss the findings.  Chapters Five to Seven present 
the basic themes that emerged in the course of data analysis, contributing to the three 
organising themes that, in turn, culminated in the global theme of “individual 
(re)negotiation.” Chapter Eight draws together the organising themes of “boundaries”, 
“transition” and “enacting power through control and resistance” to consider the global 
theme, and attends to the use of complexity theory and critical postmodern feminism as 
lenses through which to understand parents’ perspectives.  
 
Chapter Nine discusses the study’s impact on knowledge about this topic, together with 
its limitations, and discusses its implications for developments in policy and practice, 
education, and future research. This thesis concludes with a personal reflection on the 
experience of conducting the research. 
 
11 
 
Chapter Two. Mapping the terrain: The service system 
environment  
 
In order to make sense of parents’ perspectives about their relationships with such 
diverse services, it is useful to have a broad understanding of the structure and function 
of those systems themselves. This chapter presents an overview of four Australian 
sectors that featured in interviews with parents in this research: health, disability, 
education, and welfare/community services.  
 
After an initial brief description of Australia’s structure of government, which underpins 
much of the Australian service delivery across each of these sectors, this chapter 
attends to each of the four sectors in turn, describing the historical development, 
current structure and funding, and policy discourses. Given the size and diversity of 
these systems and, in some cases, rapid and contentious changes in policy and practice 
over the course of the research, it is only within the scope of this chapter to offer an 
overview rather than a deep analysis of the policy and practice environments in each. 
The chapter concludes with a discussion of Australian legislation and policy specific to 
the interests of carers.  
 
2.1 Levels of government 
Australia’s human services landscape involves a relationship between three layers of 
democratically-elected government: Federal (Commonwealth), State/Territory and 
Local. Each has specific, but often interrelated, responsibilities for the development of 
legislation, provision of direct services, and/or indirect provision via funding and 
service agreements with non-government providers within the health, disability, 
education, and community services sectors. In addition, government departments have 
regulatory or monitoring roles in some instances. Funding and service agreements 
between government and non-government providers identify time-limited 
commitments for funding support and service delivery, and commonly specify such 
aspects as eligibility criteria, which directly affect individuals’ access to services but 
also, importantly, influence the relationships between parents and service providers.  
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The Federal Government is responsible for legislation relating to issues specified in 
Section 51 of the Commonwealth of Australia Constitution Act (The Constitution) (Cth), 
while State Governments legislate in areas not covered within Section 51 (Australian 
Government, 2017a). As a result, State Governments legislate separately for the 
structure and function of their public health, education and disability services, but this 
is in part constrained by the terms of funding agreements with the Commonwealth, 
which may contribute substantial amounts of funding. Furthermore, Section 51(xiv) of 
The Constitution (Cth) stipulates that the Federal Government is responsible for 
legislation concerning insurance, which includes both the Australian Medicare scheme 
through the Human Services (Medicare) Act 1973 (Cth) and the National Disability 
Insurance Scheme (NDIS) in accordance with the National Disability Insurance Scheme 
(NDIS) Act 2013 (Cth).   
 
2.2 The Australian health sector 
2.2.1 History, structure and funding 
Australia’s health system encompasses a network of public and private funding sources, 
and public and private service providers. Figure 2.1 demonstrates the size and 
interconnected responsibilities of the Australian health system. Parents of children with 
high-level care needs may access any or all of these services, interacting with both 
publicly and privately funded services, in hospitals and in the community.  
 
 As Figure 2.1 shows, health care in Australia comprises three main areas of service 
provision: hospital care, primary health care (which includes community-based allied 
health services and management of chronic health conditions), and other services such 
as aids and equipment, patient transport, and medical research. Health care is delivered 
through a mixed model of funding. Programs may receive funding through government 
and/or private sources (such as health insurers and “user pays” arrangements). The 
source and percentage of funding varies. 
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Figure 2.1: Structure and funding of the Australian health system   
(Australian Institute of Health and Welfare, 2016, p.28) 
 
Health insurance is an important element in people’s access to medical and allied health 
services. Australians have had universal access to a range of hospital, medical and 
pharmaceutical services through a public health insurance program since 1975. 
Medibank was followed by Medicare in 1984, and is funded through taxpayer levies, 
with a surcharge for taxpayers over specified income levels who do not take out 
additional private health insurance (Australian Institute of Health and Welfare [AIHW], 
2016). In addition to Medicare, people may choose to purchase private health cover, 
which increases their range, continuity and choice of health providers and may reduce 
waiting times. 
 
Despite more than three decades of commitment to universally-accessible basic health 
care, through Medicare and its predecessor, Medibank, the proportion of health care 
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funded through private insurers is gradually increasing, rising from 7.4% in 2011-12 to 
8.3% in 2013-14 (AIHW, 2016, p.39). Allied health, or ancillary, services are covered to 
a limited extent under Medicare; this includes disciplines such as dentistry, 
occupational therapy and physiotherapy. The Medicare Benefits Schedule also includes 
four areas under which social work services can be obtained: individual and group 
sessions under the Better Access to Mental Health Care initiative, the Chronic Disease 
Management program, and services through the Non Directive Pregnancy Support 
Counselling Service (Australian Association of Social Workers [AASW], 2017). Cover for 
additional ancillary service provision is accessible through private insurance policies 
known as “general treatment policies”, although the type and level of cover varies 
between insurers (Private Health Insurance Ombudsman, 2017, para. 1). Rebatable 
social work services are limited to those focused on counselling and mental health, often 
within a medical context such as within a general practice plan, and do not reflect the 
full range of social work in either individual or systemic contexts.   
 
2.2.2 Health policy and discourse 
It is beyond the scope of this thesis to present a comprehensive critique of the 
discourses that influenced Australian health policy throughout the time of the research, 
however several key concepts are mentioned here, both to aid readers of the thesis who 
are unfamiliar with the Australian context, and because these concepts have particular 
relevance to an interpretation of parents’ constructions as they appeared in the data.  
 
2.2.2.1 Patients, customers, consumers 
The vocabulary used to label people who access health services is widely and hotly 
contested (Deber, Kraetschmer, Urowitz & Sharpe, 2005). Patient, the traditional term 
used in Western medicine, has taken on connotations of passivity and medical 
dominance, particularly in the sphere of mental health, while alternatives such as 
consumer and client can be equally problematic when aligned with marketisation and 
the commodification of health care (Deber et al., 2005). In practice, terminology varies: 
the website of the state government department NSW Health, for example, refers to 
patient privacy, although the guiding legislation, the Health Records and Information 
Privacy Act 2002 (NSW), uses only the term individuals. Hospital website references 
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commonly refer to patients, but this varies, sometimes even within the same 
organisation; the Royal North Shore Hospital website, for example, states that the 
organisation provides “patient information” but collects feedback via a “client survey” 
(Royal North Shore Hospital, 2017).  
 
These terms represent subtle distinctions in relationship, particularly in terms of 
assumptions about hierarchy, authority and power.  
 
2.2.2.2 Partnership, control and responsibility 
In Australia, the concept of partnership between those who provide, receive and pay for 
health services often accompanies a discourse of control and individual responsibility. 
This approach is consistent with a neoliberal value system (Harley et al., 2011), in 
which individuals are encouraged to view choice as a means of exerting control, but are 
also held accountable for the consequences of those decisions. Many hospitals and other 
health organisations, for example, espouse individuals’ active involvement in their own 
health and wellbeing, and also engage consumer representatives, or their equivalent, in 
the planning and reviewing service provision more broadly.   
 
2.2.2.3 Vulnerability, deficit and risk 
The concepts of risk and deficit are linked through representations of people who use 
health services as being vulnerable, or who are a risk to others. In the context of the 
health of young people, this dichotomy is captured in the labelling of people as “at risk” 
and/or “risky” (Brown, Shoveller, Chabot & LaMontagne, 2013, p.333); these terms 
could also be applied to other service users although, as illustrated by the Department 
of Social Services (DSS) website, a definition of vulnerability may be assumed rather 
than clearly stated in this context (DSS, 2016a). These contrasting conceptualisations 
can also be applied to people with complex health conditions or impairments. On the 
one hand, they can be considered to be physically, socially, educationally and 
economically vulnerable. On the other, people’s health conditions or impairments can 
be represented as a risk to others in their communities. Aggressive or unpredictable 
behaviour is only one aspect of this; competition for resources with which to provide 
complex care raises political and ethical debates, with the cost of high-level care needs 
conceptualised as a burden on the wider system (Srivastava, Downie, Hall & Reynolds, 
16 
 
2016). However, the discourse of vulnerability has also been critiqued as a means of 
social control, rationalising a patriarchal view of people designated as being in need of 
protection (Petherbridge, 2016). 
 
2.2.2.4 Rurality 
Given Australia’s large geographical size, together with low population density away 
from the coastal fringe and metropolitan state centres, issues of distance and rurality 
are particularly pertinent for parents of children requiring high-level care. Living 
outside Australia’s metropolitan centres often brings a mix of increased rates of illness 
and injury, and decreased access to health care professionals (AIHW, 2017), and people 
with chronic conditions, or whose support needs are considered to be complex, face 
particular challenges, including the co-ordination of multiple services (Primary Health 
Care Advisory Group [PHCAG], 2016, p.29). Telehealth offers opportunities for 
improved contact with providers, but it is not yet widely established as an alternative 
avenue for medical or allied health care (PHCAG, 2016).  
 
Discourses about rural health and health service provision go beyond the health of 
individuals, however, to encompass the health and viability of communities. 
Recruitment and retention of qualified health professionals is an ongoing difficulty in 
many rural areas (Chisholm, Russell & Humphreys, 2011), and their presence can be a 
powerful factor in the sustainability of small communities (Kenny & Duckett, 2004).  
 
2.3 The Australian disability sector 
This study occurred at a time of extraordinary change in Australia’s policy approach to 
funding services for people with disability, and the structure and funding of the 
disability-specific organisations by the conclusion of the research was very different 
from those in place at the commencement. Thus, this section provides a very brief 
history, to contextualise the changed environment, and then describes the sector as it 
stood at the time of data production, with a short summary of further changes current 
at the conclusion of the thesis. A focused discussion on global disability discourses and 
their influence on Australian policy and practice is included in Chapter Three. 
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2.3.1 History of the disability service sector 
Through most of the 20th century and prior to the launch of the National Disability 
Insurance Scheme (NDIS) in 2013, Australia’s disability service sector comprised a 
combination of public and private programs, many of which were funded through 
Commonwealth State Territory Agreements. Some programs were provided directly by 
state and territory departments. The majority of non-government programs that 
provided services for people with disability, including residential and community-based 
programs, were enabled to do so as a result of block funding grants, administered by 
states and territories. These grants enabled agencies to plan and deliver programs with 
a degree of confidence, however they were strongly criticised for being “underfunded, 
unfair, fragmented and inefficient” (Sassella, 2015, p.14).  The block-funding of 
organisations had reflected a traditional welfare model; in contrast, the NDIS utilised an 
actuarial model (Walsh & Johnson, 2013), the underlying discourse of which was neo-
liberal in its acceptance of market-driven, consumerist ideals (Fawcett & Plath, 2014). 
 
In addition to its role in agency and program funding, the Commonwealth, through its 
agency Centrelink , also contributes directly to individuals through welfare payments 
such as the Disability Support Payment (DSP). The number of people in receipt of DSPs 
has grown steadily, attributed to demographic changes and the higher value of 
individual payments in comparison to other welfare benefits (McVicar & Wilkins, 2013). 
Since the 1990s there has been increasing pressure on recipients of these payments to 
move into paid employment where possible. Moving from DSP receipt to paid 
employment is framed as “success” (Cai, Vu & Wilkins, 2007, p.55), but the value system 
behind DSP payments is contested and has been criticised as perpetuating a 
paternalistic and disabling view of impairment (Mays, 2015).   
 
Since 2013, with the enactment of the National Disability Insurance Scheme (NDIS) Act 
2013 (Cth) a phased implementation of an insurance-based model of direct funding has 
been under way. Rather than directly funding agencies, the NDIS offers a model in which 
individual packages of funds will be allocated to people who can then exercise choice 
over the services they access. Unlike direct payment systems in countries such as 
Britain, the NDIS approach is insurance-based, through the National Disability 
Insurance Agency (NDIA), a statutory agency set up for this purpose.  
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The NDIS commenced operation as DisabilityCare Australia at “trial sites” in four states, 
in July 2013: the Barwon Region of Victoria, the Hunter Region of New South Wales, 
South Australia (children 0-14 years old) and Tasmania (young people 15-24 years). In 
September 2013 a change of Federal Government led to a change of name, from 
DisabilityCare Australia to the National Disability Insurance Scheme, however the 
phased implementation proceeded. National implementation of the NDIS, with the 
exception of Western Australia, is anticipated to be in place by July 2019. After the trial 
period in Western Australia, the then Western Australian Government negotiated an 
agreement with the Federal Government for a state-run model, consistent in form with 
the NDIS but created under Western Australian legislation, stating an intention to 
maintain “an established service system run by people based here who know West 
Australian communities” (Porter, Barnett & Faragher, 2017, para. 10). Following a 
change of government in March 2017, however, media quoted the incoming Premier, 
Hon Mark McGowan, as stating that the new Government of Western Australia would 
consider reversing this agreement (Emerson, Wearne & Caporn, 2017). The rationale 
given for the proposed change of policy direction was cost saving for the State 
Government, and transfer of legal liability from the State to Federal Government. At the 
time of writing, interim arrangements were in place to enable access to disability 
services, as government negotiations continued (NDIA, 2017a). This situation indicates 
the fluid and uncertain nature of disability service provision facing families in Western 
Australia.    
 
The discourse underpinning the NDIS featured two particular principles: participant 
choice and control (National Disability Insurance Scheme [NDIS] Independent Advisory 
Council, 2013), and supports that were deemed reasonable and necessary (Department 
of Human Services [DHS], 2017a). This foundation is discussed in greater detail in 
Chapter Three. 
 
2.3.2 Structure 
A number of laws guide the structure of the government-funded disability service 
system/s. At a national level, the Disability Services Act 1986 (Cth) specifies the 
responsibilities of national and state or territory governments for the funding and 
provision of disability-focused services. Broadly, the Federal Government is responsible 
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for the provision of employment, advocacy and rehabilitation services. Meanwhile, 
separate legislation in the six states and the two mainland territories (Australian Capital 
Territory and Northern Territory) sets out responsibilities for accommodation and a 
range of other programs and services within each jurisdiction. Thus, funding levels, 
service types, and types of provider vary from one jurisdiction to another. The resulting 
inconsistencies and inequities were a significant feature of the submissions presented 
to the Productivity Commission inquiry into disability care and support (Productivity 
Commission, 2011), the recommendations of which underpinned the design of the NDIS.  
 
In considering the services included under the NDIS, it is important also to note the 
exclusions, as these indicate potential confusion and service gaps for people with 
complex long-term medical conditions. The intention of the NDIS implementation was 
to avoid duplication with funded services under health and aged care programs 
(National Disability Insurance Scheme (Supports for Participants) Rules 2013, Schedule 1, 
S7.5). In the case of  long-term health conditions resulting in impairment, however, the 
conceptual distinctions between health and disability can be far from clear, with 
ramifications for the way that services are organised and funded.  
  
The framework of national and state-based policies guiding the transition of people 
with disability into aged care services has also been characterised by inconsistency and 
lack of clarity (Wark, 2015). Upon turning 65 years of age, people with disability who 
were already in receipt of NDIS-funded services could choose either to maintain their 
services or to replace these with aged care services (DHS, 2017b; Wark, 2015). 
However, people not already in receipt of NDIS funds prior to turning 65 were ineligible 
to enter the scheme (DHS, 2017b). In December 2016 the Department of Health 
commenced a phased implementation of the Commonwealth Continuity of Support 
Programme to address concerns about the availability of supports for people with 
disability who were aged 65 years and over at the time of NDIS implementation in their 
local area (or 50 years and over for Aboriginal and Torres Strait Islander people), 
including those receiving support through state-funded disability services, and who 
were ineligible for support through the NDIS (Department of Health, 2017; DHS, 
2017b). 
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Although the oldest child of parents in this research was 42 years at the time of data 
production, several parents raised concerns about issues of future planning for their 
children, particularly in the context of funding for their children’s long-term 
accommodation including as older adults. 
 
2.4 The Australian school education sector 
In common with the health and disability sectors, the funding and provision of 
Australian school education, both mainstream and specialised, features a combination 
of federal and state/territory government funding and governance, however states and 
territories hold primary responsibility for funding schools to provide educational 
services. In addition to funding government (public or state) school systems in each 
state and territory, government subsidies are provided to private and independent 
schools, including an extensive Catholic education system. Overarching policies are set 
nationally, such as the National F-10 Curriculum for students from school entry (termed 
Foundation) to Year 10,  which was implemented in 2017. However, schools have some 
autonomy in the implementation of these policies and in developing local policies to 
support the state/territory and national frameworks, and curricula for Years 11 and 12 
are set by states.  
 
There is some variation between state/territory jurisdictions, however (Australian 
Bureau of Statistics [ABS], 2017a). Some of these variations are relatively minor, for 
example in terminology and ages of school commencement (Department of Education 
and Training, 2015, 2017). Some are more fundamental, such as differences in the 
definition of disability, which affects a student’s access to special education (Dempsey, 
2011). In each jurisdiction, students with additional support needs access school 
education through one of three avenues: mainstream schooling with no additional 
assistance; mainstream schooling with employment of an integration aide; and 
specialised schooling, including models such as separate educational streams within a 
mainstream school or attendance at a designated Special Education school.  
 
Both mainstream and Special Education school systems share a common structure 
comprising early childhood, primary, and secondary levels based on age, with the result 
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that there are common transition points both for children and parents. In a study of 
children making a phased transition from early childhood programs to school entry, 
Walker et al. (2012) found inconsistencies between parents’ and teachers’ perspectives 
on the success of individual students’ transitions to school, and highlighted the role of 
dynamic relationships between families, schools, and others in the community in 
influencing the “success” of transition from different viewpoints.  
 
Similarly, a major transition occurs when a young person with additional support needs, 
whether through disability or chronic health issues or both, leaves school education. In 
the absence of a focused policy or legislation to stipulate the responsibilities of 
educational providers, employers, families, and others in the community, transitions out 
of school are guided by the principles of a range of international and national legislation 
and policies addressing broad issues of educational and other human rights, rather than 
focused policies or legislative requirements driving practical support (O’Neill, 
Strnadová & Cumming, 2016). In the absence of such a policy environment, examples of 
transition planning do exist, but young people’s self-determination in planning for their 
own futures can be hampered by a lack of information, lack of flexible options, and the 
influence of professional interests that can serve to subordinate those of individual 
school leavers (Laragy, 2004).    
   
2.5 The Australian community services sector 
The term community services sector is not easily defined: activities are diverse and occur 
in a variety of settings. Adding to the challenge of describing the scope of this sector, 
specific activities or service types may be excluded in different reports (AIHW, 2003; 
Steering Committee for the Review of Government Service Provision [SCRGSP], 2017). 
In the context of the Australian community services policy environment, references to 
community services cover programs that, through their activities and/or settings, fall 
within the National Classification of Community Services (NCCS) (AIHW, 2003). This 
includes services that provide personal support, material aid, statutory child protection, 
and supported accommodation, as well as individual advocacy and social action 
(SCRGSP, 2017). For the purposes of this thesis, public housing and income support 
services such as Centrelink, which are excluded from the NCCS (AIHW, 2003), are 
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included in thesis references to the community services sector, on the basis that such 
distinctions reflect bureaucratic rather than parental concerns. However, in common 
with the AIHW (2003) and SCRGSP (2017) reports, acute health services are considered 
separately, as discussed in Section 2.2.2 above. 
 
Parents of children with high-level care needs are likely to interact with multiple 
community services not only as a direct result of their children’s support needs, but also 
indirectly through, for example, experiencing financial distress as a result of changes to 
employment due, in turn, to the demands of their care role. Some community services 
are available to all members of society (“universal”), some are universal but with 
priority given to people with specific socioeconomic or other needs, and some are only 
available to people with low incomes or who are otherwise considered to be vulnerable 
(“targeted services”) (Australian Council of Social Service, 2014, p.7). Unifying these 
services under the umbrella of community services might suggest a level of cohesion 
that is not present in practice, however 
  
…it is critical that robust policies, information systems, and monitoring 
programs are in place - and are further developed – so that all Australians, 
and particularly those with special and complex needs, can benefit from an 
integrated, responsive, efficient, effective, (and) safe health and welfare 
services system. (AIHW, 2016, p.33) 
 
2.6 Carer-specific policy and legislation in Australia 
The Carer Recognition Act 2010 (Cth) and the accompanying Carer Recognition Act 2010 
Guidelines (Department of Social Services [DSS], 2016b) set out 10 principles to guide 
publicly-funded agencies in their relationships with carers. These principles state 
concerns for both the rights and the wellbeing of carers, and for acknowledgement of 
relationships between people identified as carers and the people for whom they care; 
the seventh principle stipulates that carers should be considered “partners with other 
care providers in the provision of care, acknowledging the unique knowledge and 
experience of carers” (DSS, 2016b, s.1.2). The National Carer Strategy (Department of 
Families, Housing, Community Services and Indigenous Affairs, 2011) followed this 
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legislation. In addition to the Commonwealth legislation, eight jurisdictions have either 
a carer-specific policy (Tasmania), charter (Australian Capital Territory) or 
state/territory legislation (New South Wales, Northern Territory, Queensland, Victoria 
and Western Australia) (Australian Government, 2017b).   
 
This body of legislation and policy suggests that the interests of Australia’s carers are 
well-recognised and their needs accommodated, however carers can still feel like “non-
persons”, simultaneously central to the provision of care activities and apparently 
“invisible” in acute health care settings (Williams, 2012, p.66). Moreover, despite the 
commitment to carers’ wellbeing that the legislation implies, more recent budgetary 
changes in the aged and disability sectors through streamlining of Home and 
Community Care (HACC) funding responsibilities and the implementation of the NDIS 
have seen the diversion of funds from carer-focused programs (Cresswell, 2017). In 
2016, following recognition of carer needs in the 2015/2016 Federal Budget, the 
Australian Government Department of Social Services (DSS) undertook public 
consultations towards the development of a service system dedicated to integrated 
carer support (DSS, 2017). At the time of completion of this thesis the draft report was 
under government consideration, and no announcements had been made regarding 
further design or progress towards implementation of the Integrated Carer Support 
Service. 
 
2.7 Conclusion 
The information contained in this chapter offers some insight into the complexity of the 
service system facing parents who care for a child with high-level additional care needs. 
Terminology, procedures and assumptions about relationships between parents and 
providers vary from one sector to another, and even within sectors. Furthermore, 
parents’ interactions with services may not be limited to those directly related to their 
children’s conditions. The impacts of children’s conditions on parents and families more 
broadly, such as on parents’ physical and mental health, employment, income, and 
housing (to accommodate changed physical and economic circumstances, as well as 
access to specialist services), may all exacerbate issues of entry and navigation in 
relation to these sectors.      
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Chapter Two indicates not only the complexity of service systems, but their delivery in a 
state of almost constant flux. At the time of this research, the phased implementation of 
the NDIS was a case in point, illustrating that parents who might be experiencing crisis 
and grief around their child’s diagnosis could be confronted with a service system itself 
experiencing uncertainty and confusion. This situation also highlights the possibility 
that parents who have experienced long-term engagement with services might have a 
deeper knowledge of service history and function than providers themselves, raising 
questions about the assumed location of expertise in parent-provider relationships.  
 
The overview contained in Chapter Two offers a brief snapshot of the diversity and 
complexity of the service system background against which the data were produced and 
interpreted, and illustrates the challenges that parents face in their day-to-day 
interactions with these service systems. Discourses of care and disability run 
throughout policy and practice in each of the sectors discussed in this chapter. Chapter 
Three attends to these concepts in more detail, and pays particular attention to a 
conceptualisation of care systems as “formal” and “informal”, providing a basis for an 
exploration of parents’ perspectives in light of this categorisation of care. 
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Chapter Three. Care, disability, and the interface 
between “formal” and “informal” systems. 
 
3.1 Introduction 
Chapter Two provided an overview of Australian human service systems, and 
demonstrated the complexity of the service landscape confronting parents of children 
with high-level care needs. The historic, structural, cultural, and procedural variations 
within and between these sectors highlight deeper assumptions about the meanings of 
care, disability, and systems of care designated as formal and informal. These 
assumptions influence the way parents experience and make sense of their 
relationships with a diverse range of providers.   
 
Individualised funding models exist in different forms across all human service sectors. 
For parents caring for a child with high-level care needs, the implications of this are 
both practical (in terms of parents’ roles within an individualised funding model) and 
philosophical (their identity and location in a model of person-centred care), involving 
interaction with multiple service sectors. In order to develop an understanding of 
parents’ construction of their relationships with such diverse service systems, and to 
respond to the secondary questions that arise, it is first necessary to be aware of the 
broader discourses within which these constructs are created.  
 
This chapter reviews the current literature in three main sections. The first section 
provides an overview of the ways that care and carers (or care-givers) have been 
presented in recent literature. The second section focuses on debates about care in the 
context of disability discourses, and the third section examines understandings of 
formal and informal care systems and the interface between them. The chapter 
demonstrates that, although the knowledge bases in these areas are extensive, 
significant gaps exist in terms of discipline, methodology and perspective. Research that 
transcends these boundaries is required in order to provide a more comprehensive and 
nuanced understanding of the perspectives of parents who care for a child or children 
with high-level care needs in the Australian context. 
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The literature that follows was chosen from scholarly and peer-reviewed sources, 
identified via a search of journal databases and limiting sources to those written in 
English and published after 1 January 2000. Databases included PsycINFO (via OVID), 
CINAHL (via EBSCOhost), Families and Society Collection via Informit Online and 
ProQuest Central. Search terms included care, carers/caregivers, care-
giving/caregiving, disability, disability services, health care, social services, government 
agencies, carer perspectives, parent perspectives, parental attitudes, formal care and 
informal care. Citations in the articles obtained through this search assisted in locating 
further pertinent literature about care and disability. Individual journals specialising in 
the fields of qualitative methodologies, social work research, disability and family care 
contributed developing perspectives on relevant issues. The International Journal of 
Care and Caring, which was launched in March, 2017, was of particular importance in 
this respect.  
 
In addition to academic literature, the search included relevant policy documents and 
websites for peak bodies such as carer organisations, identified through Internet and 
library catalogue searches and from my own professional experience in the field. These, 
in turn, provided further reference material relevant to the political context in which to 
interpret the academic findings and debates. From this material, I focused my attention 
on the most recent studies, but included earlier works that have been foundational to 
debates that continue to evolve. 
 
3.2 Care, caring and those who care  
3.2.1 Evaluating and theorising care: An overview 
 
Focusing on literature about carers in the United Kingdom, Milne and Larkin (2015) 
identified two distinct research paradigms, which they labelled “Gathering and 
Evaluating” (research concerned primarily with the provision of care activities, their 
impact and service effectiveness) and “Conceptualising and Theorising” (literature with 
a broader conceptual and ethical focus that acknowledges, for instance, reciprocity in 
care relationships, but with a more limited capacity to influence policy and practice) 
(pp. 5-6). They concluded that literature straddling these two paradigms remained 
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sparse, a view that is supported by the literature search underpinning this study of 
parent-carer perspectives in the Australian context.  
 
The majority of Australian literature on care can be grouped into two areas within Milne 
and Larkin’s category of “Gathering and Evaluating” (2015, p.5). One group of literature 
focuses on personal care at an individual or local level, for example relating to ageing 
(Polacsek & Angus, 2016; Ratcliffe, Lester, Couzner & Crotty, 2013), health care, 
particularly in areas of cancer and palliative care (McGrath & Holewa, 2007; Olson, 
2015; Smith, 2001) and mental health (Pirkis et al., 2010). The majority of this literature 
originates in medical and allied health disciplines and primarily (although not 
exclusively) takes a conceptually narrow view of care as an instrumental activity in an 
implied unilateral relationship between care-giver and care recipient. The concept of 
care is also addressed in different ways within disciplinary knowledge bases of early 
childhood (child care), school education (out-of-school-hours care) and child protection 
services (out-of-home care and foster care). Although these applications are 
acknowledged, they are not addressed in depth in this literature review, due to its focus 
on care in the context of people requiring high-level additional support. 
 
In contrast to care-related literature originating in Europe, Australian literature on 
individual experiences of care tends to remain in disciplinary silos, a situation that is 
consistent with structural separations in policy and bureaucracy between care sectors 
in the Australian context (King & Meagher, 2009). Moreover, literature exploring the 
perspectives of informal carers is often framed in such a way that paid and/or 
professional (formal) service provision, or a specific aspect within it, is the point of 
interest, so that carer perspectives are sought primarily as a means of learning about 
services. Research into carer perspectives is often evaluative in nature (Brennan et al., 
2016; Pickering & Busse, 2010; Taylor & Brander, 2013). The resulting containment 
within a particular area of formal care focuses on the discipline, rather than offering a 
more holistic understanding of that aspect of service provision within the carer’s wider 
experience. 
 
The other body of literature, located particularly in the disciplines of sociology, social 
sciences, and economics, is concerned with care at the level of social policy (Meagher et 
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al., 2005; van den Berg, Fiebig & Hall, 2014; Kröger & Yeandle, 2013). This literature 
takes a more general, population-based view and, although not exclusively quantitative, 
often provides statistical measures of care that enable it to gain traction in policy 
development; this is consistent with Milne and Larkin’s (2015) category of “Gathering 
and Evaluating” literature.  
 
Although much of the Australian body of literature falls within these two groups, this is 
not exclusively the case. In particular, the work of Fine and Glendinning (Fine, 2004; 
Fine, 2007; Fine & Glendinning, 2005) has made a valuable contribution to wider 
theoretical understandings of care both locally and in global conversations. Burridge, 
Winch and Clavarino (2007), similarly, developed a conceptual framework of care in the 
Australian context that extended a definition of care beyond the instrumental, to include 
relational elements. Their systematic review of literature relating to informal carers’ 
reluctance to care highlighted both the complexity of care as a concept, and the caution 
with which statistics based on carer identification should be interpreted, when viewing 
care more broadly than as mere service provision.  
 
Most recently, Hamilton and Cass (2017) proposed a theoretical framework that 
attended to carers’ life-courses as a central concern. Based on an exploration of young 
carers’ experiences, they noted tensions between factors such as a carer’s age, gender, 
and life trajectory, and “socially sanctioned, normatively structured stages, transitions 
and timetables … whose lack of flexibility to alternative transitions and timetables 
operates as a barrier to carers’ social and economic participation” (Hamilton & Cass, 
2017, p.90). Such tensions could be expected also to be relevant to parents of children 
with high-level support needs; indeed, Hamilton and Cass concluded that their 
framework may also be useful for other groups of carers including “parent carers of 
adult children with disability” (2017, p.90). 
 
3.2.2 Definitions of care 
Although it could be argued that humans have been providing care for each other for 
centuries and a common understanding of care might, therefore, be assumed, the 
emergence of feminist debates in the latter 20th century was central to the 
development of an academic and political care discourse that challenged and explicated 
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assumptions of care as a private and normative family responsibility (Fine, 2004), 
particularly in terms of women’s participation rates in the unpaid and paid workforces. 
Much of the academic literature about care has occurred in the health domain, 
specifically in nursing literature, to the extent that in the United Kingdom it has been 
presented by some authors as the exclusive domain of nursing, although this view has 
also been contested (Nolan, Keady & Grant, 1995).  
 
Many definitions and typologies of care developed in the 1990s. While there were 
shared perspectives, significant diversity also emerged. Morse, Solberg, Neander, 
Bottorff and Johnson (1990), for example, undertook a review of the nursing literature 
to identify five epistemologically-based types of care: caring as a human trait, as a moral 
imperative, as affect, as a therapeutic intervention, and as an interpersonal relationship. 
More recently, Fine (2004) grouped early understandings of care into four areas: care as 
an emotional engagement with others, as an activity directed at another or at oneself, as 
an interpersonal relationship, and as a social outcome with ethical considerations.  
Burridge et al. also took a broad view of care, identifying “direct and indirect 
dimensions” of informal care in the context of a diagnosis of cancer, and described care 
as a “complex social process … primarily a relational experience” (2007, p.E10). Their 
systematic review of literature pertaining to informal carers’ reluctance or willingness 
to care, while acknowledging the complexity and dynamic nature of such care 
relationships and challenging the assumption that carers would be reluctant to take on 
burdensome care, nevertheless presented reluctance/willingness in binary terms, albeit 
along a continuum. Their concern with the measurement of these concepts suggested an 
underlying positivist influence, perhaps reflecting the medical context and dominant 
scientific discourse within which this research was located.  
 
Fisher and Tronto (1990) developed a definition of care that pointed to its ubiquitous 
nature, and extended its meaning beyond the personal and interpersonal to include care 
of the environment. Tronto (2015) emphasised that such an understanding of care is 
both relational and complex but, more than this, has political implications. These 
implications are contextual; rather than following a linear progression from abstract 
principles to practice, care as a moral consideration “starts in the middle of things” 
(Tronto, 2015, p.4).  Fisher and Tronto (1990) framed four phases of care: caring about 
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(identifying a need), caring for (accepting a responsibility to meet that need), care-
giving (acting to meet the need) and care-receiving (an element of reciprocal 
relationship).  
  
These different typologies, while not overlapping neatly, shared some common ground. 
Domains of care occurring throughout the literature could be broadly categorised as 
individual, relational, social, instrumental, and ethical, but despite the diverse ways that 
care is described in the literature, formal definitions of carers/care-givers in practice 
are often based primarily or exclusively on the provision of care tasks (Nolan et al., 
1995). Both the Australian Bureau of Statistics (ABS, 2017b) and Australian Institute of 
Health and Welfare (AIHW, 2016), for example, defined informal carers as those who 
provide assistance to another person. In the case of the ABS definition, this assistance 
must be required, or be expected to be required, for at least 6 months and must meet a 
person’s needs regarding mobility, activities of daily living, or communication (ABS, 
2017b), further narrowing the range of defining activities.  
 
The National Disability Insurance Scheme Act 2013 (Cth.) defined a carer, for the 
purposes of the Act, as a person who: 
 
(a)  provides personal care, support and assistance to another individual 
who needs it because that other individual is a person with disability; and 
(b)  does not provide the care, support and assistance: 
(i)  under a contract of service or a contract for the provision of services; or 
(ii)  in the course of doing voluntary work for a charitable, welfare or 
community organisation; or 
(iii)  as part of the requirements of a course of education or training. 
(National Disability Insurance Scheme Act 2013, s.9) 
 
Such task-based definitions enable concrete and quantitative measurement, but carers 
themselves tended to offer far more complex and nuanced accounts, incorporating 
invisible as well as visible aspects of their role as carers (Bowers, 1988; Burridge et al, 
2007). Bowers (1988), for example, used an interpretive methodology to analyse 
interviews undertaken with 28 family members of elderly people in residential aged 
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care. The study took place in a nursing home where paid workers presumably fulfilled 
some or all of the tasks that carers might be expected to undertake at home, which may 
have skewed the findings of the study away from more instrumental care activities; on 
the other hand, removal of the onus to undertake such tasks enabled a focus on aspects 
of caring that may be hidden in the home environment. 
 
Yeandle, Chou, Fine, Larkin and Milne (2017) identified six conceptual axes in a wide-
ranging definition of care and caring: 
 
Care is both a public and a private concern; it affects family members and 
paid workers; it concerns labour and love; it involves intimate practices, 
technical skills and challenging tasks that must respect a care recipient’s 
dignity and comply with externally determined quality standards; and it is 
delivered ‘in the moment’ but may be the product of a lifetime of 
interactions. (p.9) 
 
This conceptualisation reflects the development of nuanced understandings of care in 
academic literature over recent decades, but such development is less visible in policy 
and practice. 
 
3.2.3 Australian carers 
Despite the multiple and complex understandings of care and carers in the literature of 
the 1990s, Australian policy discourses have continued to rely on a narrow and 
instrumental view of carers (Fine, 2004). The Australian Institute of Health and Welfare 
(AIHW) defined informal carers as those who “provide care to others who need help or 
support due to disability, health conditions or ageing, outside the formal care sector 
(where care is provided by trained professionals)… Informal care covers a wide range of 
activities, such as personal care, transport assistance and medical care” (AIHW, 2017, 
p.316. Parentheses in original.). Although the AIHW described informal care as “diverse” 
(AIHW, 2015, s.2.4), all of the examples of diversity listed in the AIHW’s definition in 
2015 were instrumental, or task-based, in nature, suggesting that Fine’s (2004) critique 
remains relevant to Australian policy at the time of writing of this thesis.  
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In Australia, demographic changes have added energy to debates about carer-related 
issues, as the ageing of the population leads to a reduced ratio of informal carers to 
those requiring care (Access Economics, 2010; Deloitte Access Economics, 2015). In 
2011, the Australian Government developed the National Carer Strategy (Department of 
Families, Housing Community Services and Indigenous Affairs, 2011), which 
operationalised the Carer Recognition Act 2010 (Cth.). The National Carer Strategy drew 
on a combination of data sources including both statistical data and qualitative 
information contained in submissions and reports from a range of stakeholders to 
emphasise the logistical, political and personal implications of population changes 
anticipated in coming years. 
 
Of those people who identified as carers in the 2012 ABS Survey of Disability, Ageing and 
Carers (SDAC), a total of 870,900 people, or 33% of surveyed carers, stated that they 
experienced disability themselves (36.8% of primary carers and 31.7% of non-primary 
carers), in contrast to only 16% of non-carers (ABS, 2016). In contrast to this high level 
of identification of disability among carers completing the survey, very little if any 
literature exists regarding carers with disability. In an initial database search seeking 
literature focusing on care relationships in which both parties experienced disability, no 
studies were located. Although it cannot be concluded that no research exists, the 
search highlighted the paucity of accessible knowledge on this aspect of care 
relationships within families. 
 
The level of overlap between identified disability and carer status, as noted in the SDAC 
survey results, also highlights a conceptual weakness in the portrayal of carers and 
people with disability in the existing literature. The statistics challenge definitions of 
both carers and people with disability, and suggest that the role of power and 
reciprocity in care relationships, and the definitions of actors in the context of these 
relationships, is far more complex and under-researched than simple definitions of 
carer and recipient would suggest. 
 
Combined with the increasing numbers of people requiring care is a decline in the 
number and availability of carers in Australia between 2010 and 2015, conceptualised 
as a “declining propensity to care” (Deloitte Access Economics, 2015, p.ii), which 
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reflects a range of factors including rates of participation in the paid workforce, 
changing attitudes towards intergenerational relationships, and “the growing duration 
and complexity of caregiving as a result of extended life expectancy, which may place 
greater pressure on informal carers in the future” (Deloitte Access Economics, 2015, 
p.iv). The decrease in availability of this type of care is not limited to Australia, and was 
apparent also in the United Kingdom in the 1990s, with similar causes attributed to this 
decline (Fawcett, 2000). Further, these statistical indicators may under-represent 
people’s willingness or reluctance to care, as a result of “an element of taboo” in 
disclosing a disinclination to take on a carer role in the face of strong social pressures to 
do so (Burridge et al., 2007, p.E17).  
 
3.2.4 Gender and care 
The feminist influence in policy discussions about care and caring remains relevant; 
caring is a gendered concept both in terms of the numbers of women in paid and unpaid 
care roles, and because of social norms regarding women and care (Kröger, 2009). In 
2015, 68.1% of all primary carers in Australia were female, and approximately 32% of 
these primary carers cared for a child with a disability, while only 7% of male primary 
carers were in this category (ABS, 2017b). Moreover, 42% of female primary carers 
reported that their care role took up more than 40 hours per week, compared to 33% of 
male primary carers (ABS, 2014), indicating that female primary carers are not only 
overrepresented in number, but also in the total hours of family care provided.  
 
These figures echo statistics on gender balance in the paid carer workforce, in which 
88.4% of care workers in Australian community services in 2001 were female (Meagher 
et al., 2005). However, formulations based on feminist discourse have also been 
contested, particularly regarding themes of power and dependency. On the one hand, 
proponents of the rights and interests of carers view the role of informal caring as 
under-acknowledged and exploited, particularly in light of the gender imbalance of 
carers, while on the other, the concept of care itself may be rejected as a value-laden 
term, implying passivity and dependence on the part of the person receiving care (Fine, 
2004).  
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A different analysis of the influence of gender in understandings of care comes from 
literature that focuses on the experiences of male carers (Arber & Gilbert, 1989; Rose & 
Bruce, 1995). Arber and Gilbert (1989) questioned analyses based on assumptions that 
the care of elderly people was almost exclusively undertaken by wives or daughters. 
They noted that between 25% and 40% of those providing care for elderly people were 
male, and posited that the low profile of male carers could be a feature of different 
patterns of entry into care relationships, with fewer men making obvious transitions 
into new care roles. Rather than overtly entering care roles (for example, when a parent 
or adult child moves in to the other’s home to receive or undertake care activities), 
men’s experience involved “drifting into care” within an existing situation, such as a 
marital relationship, and thereby failing to be acknowledged as carers (Arber & Gilbert, 
1989, p.114).  
 
A contrasting analysis of male carer identities, in the context of spousal care in ageing, is 
that women’s caring roles are taken for granted while men, conversely, receive 
attention and additional support when taking on a caring role (Fawcett, 2000; Rose & 
Bruce, 1995). Rose and Bruce described this as the “pet rabbit” scenario (1995, p.127) 
in which men caring for their wives received acclaim when their spouses were well 
cared for, whereas caring was assumed to be a normal function for women. Rose and 
Bruce (1995) concluded that this affected carer wellbeing and perceptions of burden, 
with the men in their study appearing to be less negatively affected by their caring role, 
while women expressed more feelings of ambivalence or negativity. Although 
interpreting the profile of male carers in contrasting ways, either as over-acknowledged 
(Rose & Bruce, 1995) or under-acknowledged (Arber & Gilbert, 1989), both 
interpretations are based on a similar social premise, of care as normative for women 
and exceptional for men.  
 
These analyses occur in the context of care in ageing, and an equivalent knowledge base 
about fathers as carers is sparse. In studies that purport to present parents’ 
perspectives, fathers regularly make up fewer than half of the parent participants if, 
indeed, the gender of participants is stated (Harden, Black & Chin, 2016; Macdonald et 
al., 2010; Marchal, Maurice-Stam, van Trotsenberg & Grootenhuis, 2016). This under-
representation of fathers in research into parent perspectives “runs the risk of 
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reinforcing the social assumption that mothers are necessarily the primary caregivers of 
children, while simultaneously marginalizing men’s parenting, caregiving and 
bereavement experiences” (Macdonald et al., 2010, p.440). The gender imbalance 
represents a need for attention at multiple methodological points, from research design 
and recruitment (Butera, 2006) through to data production, as well as at the point of 
analysis, when existing literature often fails to account for possible gender differences 
in findings presented as parent perspectives  (Macdonald et al., 2010). Importantly, it 
points to a need to use recruitment and data production methods that actively engage 
fathers in order to redress, or at least make explicit, the gender imbalance in 
perspectives.   
 
A third important voice in debates on gender and care is that of the disability rights and 
empowerment movement. Disability advocacy has its roots in social justice and 
activism, and is characterised by diverse and sometimes competing discourses 
(Fawcett, 2000; Grue, 2011; Thomas, 2004). While feminist and disability rights 
advocates can be assumed to hold common interests in areas such as the issues facing 
women with disability, there is also potential for conflict when the interests of carers 
and those for whom they care do not align. Central to much of the historic and ongoing 
conflict between disability rights advocates and carer groups has been concern about 
inferences of dependency in understandings of care. Twigg (1989), for example, 
referred consistently to carers and dependents, underscoring assumptions of care as a 
unidirectional and power-laden relationship. Similarly, Arber and Gilbert characterised 
a transition into care relationships as being “from reciprocity to dependency” (1989, 
p.114), as care activities became a feature of pre-existing family relationships. In 
contrast, disability rights activists strongly contested an assumption of dependency and 
disempowerment that they believed was inherent in most understandings of care 
(Morris, 1997; Fine & Glendinning, 2005). Fine and Glendinning (2005) undertook a 
detailed exploration of the use of these terms and concluded that the terms care and 
dependency are neither fixed nor rigid, but have a range of meanings. Moreover, they 
argued that by reframing care relationships in terms of interdependence, the influence 
of power could be acknowledged and imbalances appropriately challenged.   
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Despite areas of contention at the interpersonal level, feminist and disability rights 
perspectives shared a concern to take the debate beyond the individual or private 
sphere. The role of the social model of disability in reconceptualising disability as 
socially defined rather than existing purely as individual impairment is discussed in 
more detail in Section 3.3. Feminist discourses on care, meanwhile, have argued that 
issues affecting the personal domain have relevance also in the public domain, and the 
public/private nature of care has an important place in this debate:   
 
We, as citizens, need to decide in general terms how caring will be organized. 
Not everyone needs to do all of the caring work, nor do all the details about 
caring need to be organized by government. But the general handing-out of 
care responsibilities is a political question, and one we should address 
through politics. (Tronto, 2015, p.16) 
 
3.2.5 Acceptance of the carer label 
Although much of the literature about carer issues, and particularly carer statistics, has 
relied on carers’ willingness to self-identify as such, it is not uncommon for people’s 
response to this label to be characterised by ambivalence or outright rejection (Rogers 
& Barnes, 2003). Rogers and Barnes pointed out that the use of the term carer was 
largely developed in a formal service culture (paid carers), and family members may not 
feel that this appropriately describes the relationship they have with the person for and 
about whom they care. Further, taking on this label may be seen to mark a transition 
into a new relationship that overrides, rather than adds to, the original family 
relationship (Rogers & Barnes, 2003).  This interpretation is consistent with Arber and 
Gilbert’s (1989) description of the transition into a carer role as a drift rather than a 
discrete point of commencement. 
 
The conceptualisation of carers by professional service providers is also multifaceted. 
Carers “exist as it were off centre to service provision, rarely themselves in the direct 
focus of an intervention, yet often significant in the determination of provision” (Twigg 
& Atkin, 1995, p.7). Twigg (1989) identified three distinct way in which social care 
agencies understood informal carers: carers as resources, as co-workers, and as co-
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clients. To this framework, Twigg and Atkin (1994) added a fourth category, designated 
the superseded carer. These categories are summarised as follows: 
 
1. Carers as resources. In this model, carers are just one of many players in the 
environment of the person being cared for/about. Services pay little attention 
to the needs of carers as long as they are believed to be coping. 
2. Carers as co-workers. As in the case of carer-as-resource, this view centralises 
the person being cared for/about but imbues the carer with a more 
important role. The carers’ needs and interests are acknowledged, but 
primarily in terms of negotiation of tasks and responsibilities. 
3. Carers as co-clients. This model views carer needs alongside those of the person 
for whom they provide care, while also acknowledging potential conflicts and 
tensions between the needs and interests of those involved.  
4. Superseded carers. The intention of service providers in this model is to move 
away from a significant level of carer involvement by family members or 
friends. Twigg and Atkin (1994) found that services taking this approach 
tended to refer to carers in more neutral terms than in the other models. 
 
Nolan et al. (1995) proposed a fifth category: carers as experts. This category 
highlighted situations in which carers held knowledge and expertise beyond that of the 
professional service providers, although as their research demonstrated, such expertise 
was not necessarily acknowledged or respected in professional environments, 
potentially to the detriment of the person with additional support needs. 
 
The framework developed by Twigg and Atkin (1994) was helpful in illuminating both 
the tensions in relationships between carers and formal service providers, and the 
differing location of carer voices (where present) in much of the literature. However, 
the relationship between carers and formal service systems remained somewhat 
ambiguous (Rogers & Barnes, 2003). Rogers and Barnes argued that although carer 
voices were recognised in British policy development during the 1990s and early 21st 
century, it could not be assumed that these voices were listened to, or that they received 
a response. They drew on Twigg and Atkin’s (1994) conceptualisations to highlight the 
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complexity and multidimensionality of factors that underpinned relationships between 
family carers and care workers in Britain at that time. 
 
Twigg and Atkin (1995) observed that carers’ views have most frequently been sought 
in the context of service evaluation, however they noted that mainstream or frontline 
services (such as family doctors, social workers, nurses and case managers), while being 
a primary source of support for carers, varied in their response to them (Twigg & Atkin, 
1995, p.6). In their study, Twigg and Atkin explored a range of factors that mediated 
such responses, including individual, societal and structural influences determining 
decision-making about assistance to carers and those being cared for. They found that 
these were primarily implicit, existing as “common sense” responses to individual 
situations rather than being formally articulated in agency policy and procedure (1995, 
p.28). Keeping in mind the 17th century philosopher Vico’s statement that “(c)ommon 
sense is judgement without reflection, shared by an entire class” (Lock & Strong, 2010, 
p.16), Twigg and Atkin’s finding supports the need for a deeper and more reflective 
understanding of the relationships between carers and the formal service systems with 
which they interact. 
 
3.3 Disability discourses  
3.3.1 Intersections between health and disability 
 
Conditions leading to high-level support needs may be designated as health- or 
disability-related, or both. The discourses vary within each sector, between sectors, and 
in different countries, and this contested environment is the focus of this section of the 
literature review. The research project arose in the context of a period of 
unprecedented change in Australia’s models of disability funding and service provision, 
from predominantly block-funded services in which organisations received Government 
funds to provide services and programs, to the National Disability Insurance Scheme 
(NDIS), an individualistic, marketised, insurance-based model.  
 
For many people with long-term health conditions, the health and disability sectors 
intersect, either because their chronic health condition leads to impairment (Grue, 
2011), or because their impairment results in acute or chronic health issues, for 
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example increased risk of secondary chest infections due to skeletal changes. This 
intersection has consequences not only in terms of how people and their needs are 
identified (and how they identify themselves), but also for their capacity to access 
appropriate services. Further, it has consequences for their experiences within acute 
care systems, as well as their subsequent discharge into other settings (Redfern, Burton, 
Lonne & Seiffert, 2016).  Drawing on global literature on intellectual disability and 
health, Krahn, Hammond and Turner (2006) demonstrated that the combination of 
disability and health challenges led to a “cascade of disparities” (p.71), whereby 
increased prevalence of health and behavioural concerns, inconsistencies in standard of 
care, and variability in access to health promotion and services, compounded by cultural 
factors, resulted in overall health disparities for people with intellectual impairments in 
comparison with the broader population. They argued that it is necessary to 
“disentangle” the concepts of health and disability in order to improve health outcomes 
for people with intellectual disability (Krahn et al., 2006, p.71). Arguably, this finding is 
equally relevant to people with other impairments. 
 
Chapter Two presented the structure and organisation of the health, disability, 
education and community services sectors in Australia, and noted the complexity of 
systems crossing federal/state and public/private boundaries. The NDIS acknowledges 
that people with disability require access to health services at times, but accepts 
responsibility only for health costs related to the long-term nature of illness and injury, 
and not to the acute or immediate consequences of an accident or health condition even 
when that condition is the cause or consequence of long-term disability (DHS, 2014).  
 
The intersection of health and disability also has consequences for the ways that the 
relationships between the concepts of care and disability are presented from the 
perspectives of researchers and advocates in the two fields. Kröger (2009) highlighted 
the potential for antagonism between the ways in which issues of power and 
dependency are considered by care- and disability-focused researchers, noting the 
emphasis in disability studies on issues of human rights and autonomy of people with 
disability, while the concerns of care researchers are on relationships, care ethics, and 
boundaries between formal and informal care. Similarly, Redfern et al. noted that access 
to rehabilitation was viewed in terms of “need” in the acute care context, but as a “right” 
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in the disability services sector (2016, p.32). Despite these contrasting and often 
competing positions, Kröger (2009) concluded that there were strong arguments for the 
two fields working together to address shared interests, and noted an emerging trend of 
more constructive debate, based at least in part on theoretical developments in the 
understanding of the ethics of care, and increasingly aligned interests in the face of 
funding constraints. Interdisciplinary collaboration was also promoted by Redfern et al. 
(2016), with added emphasis on the potential of the social work profession to 
contribute to debates and advocate for reforms across the health and disability sectors.  
 
3.3.2 Disability discourse: A contested space 
Current understandings of disability have grown from historical roots in medicine and 
religion, which viewed it as a tragedy or curse (Fawcett & Plath, 2014; Livneh, Chan & 
Kaya, 2014). The terminology used within disability discourses is extremely contested 
(Grue, 2011), and before discussing disability further it is important to acknowledge 
that while language may be a vehicle for the exercise of power either as its objective or 
as its consequence (Foucault, 1982), it is also constantly evolving and contextual. 
Throughout this thesis I use the term people with disability advisedly, knowing that 
readers may use the same term with different meanings. The term is grounded in the 
values of the social model of disability, which will be elaborated below, and is consistent 
with the terminology used in Australian legislation including the National Disability 
Insurance Scheme Act 2013 (Cth.). My intention is to convey respect and sensitivity, 
foreground the notion of people rather than disability, and acknowledge that disability 
may be experienced in many different ways and for many different reasons. I realise, 
however, that any single phrase is inadequate to convey the diversity of experiences 
and perspectives that are gathered together under that umbrella. 
 
Prior to the 1970s, disability was viewed in terms of individual deficit, which served to 
exclude those affected from participation in mainstream society and fostered 
dependency (Pfeiffer, 2001). This model remains evident in much of the Australian 
literature on disability and underpins the therapeutic approach that appears to be 
influential in implementation of the NDIS, despite the scheme’s intention to overcome 
barriers to participation. The medical model understands disability as deviance or 
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pathology (Livneh et al., 2014) in reference to what is understood to be normal or 
healthy, locating the person with disability in a “sick role” (Pfeiffer, 2001, p.31).  
 
The social model of disability originated in the United Kingdom in the 1970s (Union of 
the Physically Impaired Against Segregation [UPIAS], 1976; Finkelstein, 1999). This 
approach challenged established Western individualist views of disability as a private 
problem (Fawcett & Plath, 2014). Instead, it viewed each person, irrespective of their 
diagnostic label, as an individual experiencing both impairment and ability, and argued 
that disadvantage is imposed by society as much as by the impairment itself (Goering, 
2010). The social model of disability emphasised the ways in which society’s response 
to personal impairments excluded people from social participation. In contrast to the 
feminist tenet that “the private is public”, Finkelstein (1999) argued that an emphasis 
on individual experiences only succeeded in distracting attention from the 
responsibility of wider society to make changes. 
 
Oliver (1990) developed the social model of disability, but was in turn criticised for 
purportedly diluting its original intention, a criticism that Finkelstein (1999) supported. 
Over the following decades, the social model of disability became “the ideological litmus 
test of disability politics” (Shakespeare & Watson, 2001, p.10). The model had variable 
levels of acceptance internationally; it was less well-established in the United States of 
America, where an emphasis on individualism allowed for a distinction between 
impairment and oppression, however in the British context disability came to be 
understood as a discrete form of oppression (Shakespeare & Watson, 2001).  
 
Critical realism has been proposed as a means of simultaneously accommodating 
subjective meanings and an objective reality of impairments as understood within a bio-
psycho-social framework, a process of “bringing the biological body back in” (Williams, 
1999, p.798). This approach has much to offer as a way of unifying an often fraught 
debate: it accommodates the view of impairment as existing objectively (as is 
understood by those adopting a bio-psycho-social stance), without denying either the 
subjective experience of impairment and disablement or the theoretical plurality that 
characterises much social work research (Craig & Bigby, 2015). Similarly, Thomas 
(2004) argued for the use of a relational model of disability, returning to a theoretical 
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position that allows a discussion of disability and disablement as a form of oppression 
alongside concepts of impairment as understood within medical sociology. 
 
While acknowledging that there is value in these approaches, the sole concern of this 
study is the way parents understand these relationships, and hence the epistemological 
basis for the study is one of social constructionism. From a social constructionist 
viewpoint, reality is found in the consequences of society’s construction of meaning. As 
a result, the socially constructed reality of disability emerges from cultural, societal and 
individual sense-making. This aligns both with a social model of disability as 
understood by Finkelstein (1999) and Oliver (1990), and with the social constructions 
of care and carer relationships. 
  
As noted in Section 3.3.1 (p.38), the biomedical understanding of disability as an illness 
or physical condition requiring expert curative intervention has been the dominant 
discourse in Western culture. This perspective is grounded in modernity and positivist 
epistemology. In this model, disability is seen as an individual tragedy, to be cured, 
treated or managed at an individual level. In its purest form, the biomedical model 
ignores or actively rejects any notion of oppression resulting from social arrangements 
that disempower the disabled person, or of disability as a social, rather than individual, 
concern. Furthermore, this approach lacks an awareness of the multicultural nature of 
societies in Britain, the United States and Australia (Ali, Fazil, Bywaters, Wallace & 
Singh, 2001; Bywaters, Ali, Fazil, Wallace & Singh, 2003; Munroe, Hammond & Cole, 
2016). Both the individual or medical model of disability, and iterations of the social 
model of disability, were grounded in the perspectives of otherwise dominant voices 
that were subsequently criticised for failing to adequately acknowledge the multiple 
layers of oppression affecting people with disability on the basis of characteristics such 
as gender, sexuality, or ethnicity (Ali et al., 2001).  
 
At the beginning of the 21st century, disability discourses had fractured into multiple 
camps: Pfeiffer identified nine separate versions of what he called “the disability 
paradigm” that operated in opposition to the medical model (Pfeiffer, 2001, p32). 
However, Thomas (2004) argued that the different models of disability vary in their 
emphasis rather than being mutually exclusive. Oliver (2013) himself, reflecting on the 
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trajectory of the social model of disability in the 30 years since its inception, stated that 
his intention had never been to reject the individual model. This view contrasts with the 
radical reframing of disability by Finkelstein (1999) and others in disability advocacy 
movements, however; from their perspective, disability is entirely and unequivocally 
about society’s failure to address, or even active refusal to address, strategies that limit 
people’s participation in mainstream life. Disablism, therefore, occurs through social 
exclusion and can take many forms, including material and psychological barriers to full 
participation in community life (Thomas 2004).  
 
In the 30 years since the UPIAS formulated their “big idea” (Oliver, 2013, p.1024), 
disability policies and discourses have continued to evolve differently in countries 
outside Britain. In Britain, Shakespeare and Watson (1997) contested Finkelstein’s 
position that dissension should be put aside in favour of presenting a unified voice, 
arguing instead that pluralism could and should be accommodated in the interests of 
promotion of the principles of the social model of disability in the broader community. 
However, by 2001, Shakespeare and Watson had adopted the view that the social model 
had become so entrenched and inflexible that, rather than being able to incorporate 
feminist and other priorities, “it is time to put the whole thing to one side and start 
again” (2001, p.14).  
 
In Australia, meanwhile, the primacy of values of choice and control in the 
implementation of the NDIS indicates that the tenets of the social model of disability are 
exerting an influence even as the model continues to be contested in its country of 
origin. The adoption of individualised funding packages and person-centred models of 
practice, in a market-driven insurance framework, brings together elements of 
individual and disability rights paradigms, in a broader neoliberal environment and in 
the absence of a strong local literature reflecting the specific historical and cultural 
context within which it is being implemented. What this means for parents of children 
with high-level care needs, particularly taking into account nuances of culture, gender 
and other characteristics, remains to be explored. 
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3.4 Formal and informal care systems  
Distinctions between formal and informal care are often based on economic and 
workforce imperatives, with informal carers understood to be unpaid (AIHW, 2016) 
and “outside the formal care sector” (Deloitte Access Economics, 2015, p. 1), the latter 
description implying a lack of skills and qualifications in addition to the lack of payment. 
More recently, the terminology of formal and informal care has been contested, despite 
its pervasiveness throughout research and scholarship (Yeandle et al., 2017). In its 
place, Yeandle et al. have suggested that a more appropriate definition is based on 
whether a relationship existed prior to the care relationship, with a distinction between 
“carers” (where a relationship existed previously) and “care workers” who provide paid 
or professional care (2017, p.9).  
 
Despite Twigg and Atkin’s valuable contribution to a more nuanced understanding of 
relationships between carers and formal service systems, it is important to note that 
their study excluded parent carers of children under the age of 18 years on the basis of 
“normative expectations underlying the care of a child” (1994, p.7). Within the 
statement lies an assumption that normative expectations of parenting can be 
reasonably applied to the parents of one or more young or adolescent children with 
high-level care needs. If, as Twigg and Atkin (1994) themselves noted, this assumption 
is open to challenge, a further question arises: if parenting a child with high-level care 
needs is determined not to fall within normative parenting, do Twigg and Atkin’s 
conceptualisations of people caring for adults apply equally to parents caring for young 
children and adolescents with conditions requiring high-level care?   
 
Parents of children whose conditions result in high-level care needs develop technical 
skills and a magnitude of care beyond usual parenting responsibilities, and take on 
multiple roles (Woodgate, Edwards, Ripat, Borton & Rempel, 2015). In their qualitative 
study into the experiences of Canadian parents whose children had complex care needs, 
Woodgate et al. identified an overarching theme of “intense parenting,” with sub-
themes expressing a heightened sense of burden as parents endeavoured to give their 
children a “good life” (2015, p.198). These findings are relevant to definitions of formal 
and informal care, as many of the functions undertaken by parents of children with 
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high-level care needs blur the boundaries of professional and non-professional 
expertise.  
 
Normative parenting roles are also predicated on assumptions of developmentally 
typical life cycle stages that are “constructed by social tradition and reflect dominant 
cultural assumptions about how people fit norms” (Beddoe & Maidment, 2009, p.115). 
In contrast, life course approaches take into account the way multiple factors such as 
age and gender intersect, resulting in unique trajectories across an individual’s past, 
present and future (Hamilton & Cass, 2017). In contesting the assumptions that 
underpin biological models of development, life-course approaches enable a critique of 
health inequalities and marginalisation of people whose experiences are not within 
biological and social norms (Beddoe & Maidment, 2009; Bywaters, 2007). Although 
impairment or chronic health conditions can prevent people from achieving normative 
developmental goals of independence and autonomy, social as well as biological 
imperatives serve to marginalise people of non-dominant cultures, gender and 
generation (Bywaters, 2007).  
 
Models of person-centred service delivery and co-production of services are 
particularly relevant to the interface between care systems designated as formal and 
informal. Much of Australia’s human services policy and formal service provision in 
Australia is based on person-centred or similar models, in both the health and disability 
fields. Person-centred care is defined as service delivery in which  
 
individuals’ values and preferences are elicited and, once expressed, guide all 
aspects of their health care, supporting their realistic health and life goals. 
Person-centered (sic) care is achieved through a dynamic relationship 
among individuals, others who are important to them, and all relevant 
providers. This collaboration informs decision-making to the extent that the 
individual desires. (Brummel-Smith et al., 2016, p.16) 
 
The role of parents and other family carers in person-centred care can be ambiguous 
(Glendinning, Mitchell & Brooks, 2015), due to the clear focus on the interests of the 
individual who has additional care needs. Carers, when present, are included by 
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invitation (Broady, 2014). In her auto-ethnographic account, Williams (2012) argued 
strenuously for an increased acknowledgement by health professionals of family carers’ 
involvement and “social bonds” (p.63).  
 
Although the terminology of co-production has been described as “fast becoming a 
marker of service quality in human services” in the United Kingdom in particular 
(Ledger & Slade, 2015, p.157), it is less familiar in the Australian context. Models of co-
production offer an “equal and reciprocal relationship between professionals, people 
using services, their families and their neighbours…(to) become far more effective 
agents of change” (Boyle & Harris, 2009, p.11), blurring traditional boundaries as a 
wider source of expertise is engaged and power shared, although Ledger and Slade 
(2015) cautioned that inequities could persist if the expertise of service users and 
carers was not adequately recompensed. Batalden et al. (2016) framed this mutuality as 
a re-positioning and re-visioning of service delivery; they found that this paradigm shift 
was imperfect and not easy to implement in practice, but offered opportunities for a 
new way of understanding (specifically health) care as a service rather than a product.    
 
3.5 Conclusion 
This chapter has built on the description of the Australian governance and service 
system structure presented in Chapter Two. The review of current literature concerning 
care, disability, and the interface between care systems labelled as formal and informal, 
identified gaps in current understandings about the ways that parents of children with 
high-level care needs, including both adult children and those under the age of 18 years, 
understand their own relationships with the diverse service systems with which they 
interact. It demonstrated that although debate about concepts of both care and 
disability has been, and continues to be, robust, little is yet known about the 
implications for Australia in the context of the implementation of the NDIS. The review 
of the literature highlighted a need for a deeper understanding of the qualitative 
experiences of Australian parents of children with high-level care needs, and the ways 
they construct their own identities and relationships within or outside of service 
systems. Although searching the literature confirmed that the knowledge base 
regarding care and disability is substantial, the search identified no qualitative studies 
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focusing on the ways that parents construct their relationships with services across 
multiple sectors, in the context of caring for and about children, including adult 
children, with high-level care needs. With the implementation of the NDIS and an 
increasing focus on individualised funding and person-centred care, a deeper 
understanding of relationships between parents and those who provide paid services is 
of benefit to the parent carers, the service providers, and ultimately to the children 
themselves.    
 
Given the difference in language and policy apparent through the literature on both care 
and disability, and in the context of the Australia-wide implementation of the NDIS and 
the unprecedented shift (in Australia) to an almost exclusively individualised funding 
model, it is also timely to examine the relevance of these findings in the Australian 
context. Fine (2004), in his extensive scholarship on emerging issues of care in 
Australian policy and social debates, emphasised the importance of moving from a 
simple and essentially linear view of care as a private interaction in which care is 
provided actively and received passively, to a broader and more complex understanding 
of care as a social phenomenon. 
 
An exploration of the way parents understand their relationships with diverse service 
systems, particularly the parents of young children, has the potential to contribute to 
existing conceptual frameworks and understandings of care, by indicating their 
relevance and limitations when considering the perspectives of parents of children with 
high-level care needs in the Australian context.  
 
Chapter Four describes the interpretive methodology undertaken to explore parents’ 
representations of their relationships with diverse service systems in a way that aims to 
privilege their particular perspectives, contribute to conceptualisation of care in this 
context, and lead to improved policy and practice across the multiple service sectors 
that interact with the parents of children with high-level care needs. 
 
48 
 
Chapter Four. Methodology 
The first three chapters of this thesis presented the foundations of the study: the policy 
and practice contexts in which my interest in the topic was first sparked; an overview of 
the mechanisms and discourses of the Australian health, disability, education, and 
community services sectors; and the existing literature on the central concepts of care 
and disability. Chapter Four discusses the study’s methodology and research design in 
detail, with attention to two particular innovations in design: the use of a two-step 
consent process, and the production of visual as well as verbal data through the use of a 
low-tech concept mapping tool.  
 
This chapter presents the study’s broad conceptual foundations, followed by a 
description of its methodology, methods, and use of reflexivity. This apparently linear 
description belies the iterative nature of the process, however. In practice, it was 
necessary to constantly monitor and review the relationships between the different 
levels of the conceptual framework, to ensure that each aspect remained consistent with 
the overall approach. This resulted in refinements in the ways that each element was 
understood to relate to the topic, including the development of a clearer focus on the 
specific theoretical lenses used, although the overall choice of framework remained 
broadly consistent from the commencement of the project to its conclusion.   
 
4.1. Epistemology and theoretical framework 
4.1.1 The relationship between epistemology, theory and methods 
In the context of this research topic, my understanding of reality (ontology) and how 
such knowledge develops (epistemology) was based on a world view that accepts 
multiple perspectives and interpretations rather than a single universal truth. The 
theoretical framework and choices of methodology and methods grew from this 
epistemic foundation. The design of the study was an interactive process as each level of 
the framework informed, and was informed by, other levels to form a coherent 
overarching approach to the research questions. This required continual researcher 
reflexivity, to ensure congruence throughout the study and to avoid, for example, an 
unduly relativist interpretation of social constructionism and postmodernism that 
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would be inconsistent with a feminist critique of gender-based power. A consistent and 
cohesive conceptual approach was important to ensure that the research outcome was 
able to reflect and interpret parents’ realities with integrity. 
 
4.1.2 Subjectivity, interpretation, and the social construction of knowledge 
Bryman (2012) defined interpretivism as a position that requires the researcher to 
“grasp the subjective meaning of social action” (Bryman, 2012, p.712). In 
accommodating multiple subjectivities, this stance is in direct contrast to claims of 
objectivity and value-neutrality in the traditional positivist approach. As discussed in 
Chapter Three, concepts relating to health and disability have traditionally been viewed 
through a rationalist biomedical lens, embedded in positivism. In seeking an objective, 
essential truth, individual subjectivity is actively avoided by researchers working within 
this paradigm. Interpretivism contests the notion of an objective reality, and focuses 
instead on the diverse and individual ways that people give meaning to their 
experiences. It also contests the view that researchers can remain separated from their 
research, although qualitative methodologies, in turn, can “hide” the role of researcher 
with an “impression of authenticity” when presenting participant voices (Sprague, 2005, 
p.22).   
 
My interpretivist stance enabled me to accept that parents’ understandings of their 
situations and experiences represented a particular interpretation, at a particular time 
and under particular circumstances. It also allowed for multiple interpretations of 
concepts such as care. Importantly, it highlighted the role of my own interpretation in 
the process of data analysis. A reflexive stance was vital in order to make overt my role 
as researcher in the way I understood the parents’ views of reality and shaped these 
into the study’s outcomes. Reflexivity was also critical in maintaining cohesion between 
each element of the research design.   
 
In his foreword to Edgar Morin’s seminal work On Complexity (2008), Alfonso Montuori 
highlighted the importance not only of gaining knowledge about particular topics, but of 
an awareness of the influences that shaped that knowledge, when he stated that 
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“knowledge always requires the knowledge of knowledge, the ongoing investigation and 
interrogation of how we construct knowledge” (Montuori, 2008, p.xiv). To this end, I 
chose a social constructionist approach as the epistemic foundation of the study, as it 
enabled a clear focus on interpretation and researcher reflexivity, as well as supporting 
the theoretical choices of critical postmodern feminism and complexity theory. 
Although multiple definitions of social constructionism exist, they share one or more of 
the following key assumptions: a critical stance is taken towards previously 
unquestioned knowledge; knowledge is contextual, reflecting historical and cultural 
influences; it is created and sustained through social processes, and language is central 
to the construction of meaning and the implementation of power, at a macro (societal) 
or micro (interpersonal) level, or both (Burr, 2015). 
 
Social constructionism assumes that reality is determined by a person’s subjective 
understanding of their experiences; the meaning they make is determined by a range of 
personal and societal factors, with reality defined by the consequences of these 
interpretations (Bryman, 2012). The social constructionist’s view of reality is, therefore, 
that definitions of reality “are always embodied, that is, concrete individuals and groups 
of individuals serve as definers of reality” (Berger & Luckman, 1966, p.134. Italics in 
original.). This poses a direct challenge to the positivist view that a universal and value-
free reality exists outside human experience, with the pursuit of knowledge understood 
as a linear progression, or series of “building blocks”, towards a more complete and 
accurate understanding (Lincoln, Lynham & Guba, 2011, p.101). 
 
Importantly, meaning is created through social interactions (Burr, 2015). On the basis of 
the study’s social constructionist epistemology, I considered data to be co-constructed 
through my interactions with the parent participants. As noted in Section 1.6.1 (p.7), the 
terminology of data production or creation, rather than the more traditional notions of 
collection or gathering, is based on a feminist commitment to an active and social 
process of meaning-making. Through my identification of themes, subsequent analysis 
and presentation of findings, I contributed additional layers of interpretation and 
construction.  As a result, the research aimed to develop a new understanding that 
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reflected the specific individuals and contexts of this study, but with potential relevance 
to parents and providers more widely.  
 
Two specific criticisms have been levelled at social constructionist perspectives. Early 
iterations of the approach were criticised as inviting relativism through a lack of 
critique of existing structures; in considering all views to be equally valid, there 
appeared to be no moral framework with which to challenge oppression. As social 
constructionism gained traction in social sciences and related fields, however, attention 
was paid to developing its ability to incorporate critical theoretical stances, and the 
critique of undue relativism is now less contested than previously (Burr, 2015). Social 
constructionism has also been criticised for its purported failure to contribute 
knowledge that can be extrapolated or replicated beyond the people in individual 
studies, as is one of the goals of positivist research methodologies (Bryman, 2012). The 
relevance of this criticism is grounded in the assumption that this is a goal of qualitative 
research, however, which is open to challenge in its turn.  
 
Critical realism offered an alternative epistemic base for this study, due to its 
“reconciliatory position” (Pease, 2009, p. 56) between the notion of an objective reality 
in some areas of study (for example the built environment of a particular agency), and 
the role of human subjectivity in creating meaning around this. In its ability to 
accommodate both objectivity and subjectivity, it has the potential to bring together 
traditional biomedical understandings and individual constructions of meaning. After 
consideration of the merits of critical realism, however, the decision to proceed with an 
interpretivist approach to social constructionism was based on the best fit with this 
study’s intent to privilege parent perspectives rather than to include other supposedly 
objective measures of parent-provider interactions.  
 
In this decision, I aligned my stance with Pease’s (2009) concern regarding the status of  
“evidence” in evidence-based practice, as it is understood within a positivist world view, 
“because it relegates non-positivist knowledge to the margins” (pp.56-57). In 
considering the juxtaposition of objective and subjective definitions of reality inherent 
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in critical realism, I was similarly concerned about the potential for realist perspectives 
to subjugate the meanings given by parents, if these appeared to be contradictory. In the 
context of the research question “How do parents perceive their relationships with 
complex service systems, and their own identity within or outside these systems?” 
social constructionism offered a clearly articulated focus on parents’ multiple and 
nuanced points of view, as well as accommodating the process of knowledge production 
as a joint undertaking between parent participants and the researcher. 
 
4.1.3 Complexity theory 
In the early phase of the study, ecological systems theory (Bronfenbrenner, 1979) 
informed my understanding of the ways that families and service systems intersected. 
This approach grew out of my experience as a social worker and, prior to that, as a 
nurse. Ecological systems theory offered a means of understanding the dynamic 
interactions between systems from the micro biological level of individuals through to 
macro systems such as social policy, across diverse sectors. Systems theories are most 
often used in a social work context to underpin interventions leading to sustainable 
change and wellbeing (Healy, 2005) and they also offer an organised way to reflect on 
experiences within social work practice (Payne, 2014). 
 
The rationale for the initial choice of ecological systems theory was that a parent could 
be viewed as forming a micro-system surrounded by meso- and macro-systems, with 
dynamic and changing relationships. Complexity theory, however, offered an even more 
helpful framework on which to build an understanding of parents' experiences of their 
relationships with services. As one of the “third wave of systems theories” (Healy, 2014, 
p.127) complexity theory offered an emphasis on non-linearity and unpredictability. 
Complexity theory is not yet widely used in social work practice (Healy, 2014; Pycroft & 
Bartollas, 2014), and its utility in social work practice has been contested on the basis of 
difficulty transferring its abstract concepts to professional judgement in front-line social 
work practice (Fish & Hardy, 2015). Pycroft and Wolf-Branigin (2016), in response to 
this critique, concluded that the concerns could be addressed in the context of social 
work practice if complexity theory was viewed as building on previous systems 
theories, placing more emphasis on complex adaptive systems. In particular, they 
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emphasised the importance of clarifying the difference between complicated systems, in 
which many parts and processes nevertheless operate in a logical and replicable way, 
and complex systems.  
 
Three points in Pycroft and Wolf-Branigin’s (2016) response resonated in particular 
with the design of this study. First, the role of complexity in interdisciplinary and multi-
agency service delivery models underscored the importance of taking a reflexive stance 
on issues such as activity and interactions within the system, uncertainty, the 
construction of practice “problems”, and the possibility of collaboration despite 
difference (2016, p.71). Second, the value of viewing practice from a level of abstraction 
supported the framework of thematic network analysis (Attride-Stirling, 2001), which 
systematically moved from concrete data to increasingly abstract themes. The third 
point relevant to this study was Pycroft and Wolf-Branigin’s (2016) defence of the use 
of metaphor and analogy. These emerged through the data production and analysis 
phases of the study as important mechanisms whereby parents could communicate 
complex feelings about their service relationships (see Section 8.3.1, p.189). 
 
The work of Paul Cilliers (1998) and the translated writings of Edgar Morin (1992, 
2008) were especially influential in guiding my analysis of the findings through a lens of 
complexity theory. Cilliers (1998) identified 10 key principles of complex systems: they 
consist of a large number of elements; these interact dynamically; the interactions are 
rich, in terms of the number and quality of interactions between people in the system; 
the interactions are non-linear; they mostly occur locally; they include feedback loops; 
the systems are open; they draw energy from disequilibrium; they have “histories”; and 
individual elements in the system are unaware of the whole (Cilliers, 1998, pp.119-
123). These principles provided a lens through which I analysed the data. 
 
Previous studies that set out to explore parents’ or carers’ experiences using a 
phenomenological framework have contributed insights into shared aspects of people’s  
perspectives. By seeking to exclude diversity in order to uncover the essence of a 
phenomenon, phenomenologists aim to provide a manageable understanding, despite 
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the phenomenon’s complexity. Cilliers, however, noted the dangers of such an intention 
when exploring the subtleties of individual experiences, arguing that “it is not possible 
to tell a single and exclusive story about something that is really complex” (1998, p.viii).  
 
In their attention to complex relationships in context, Cilliers’ (1998) 10 principles of 
complexity theory allowed the possibility of a critique of power in these relationships. 
Moreover, Morin’s statement that “we construct our perceptions of the world, but with 
the help of the world itself which, as it were, lends us a hand” (Morin, 2008, p.91) 
indicated the importance of collaborative effort in the co-production of knowledge. 
However, complexity theory in itself lacked a framework with which to critique the role 
of power, particularly gendered power, within these relationships. As a critical stance 
was integral to the study’s contribution to knowledge, a critical postmodern feminist 
approach complemented the understanding of complex systems, to inform the overall 
theoretical framework.   
 
4.1.4 Critical postmodern feminism 
Critical theories, postmodernism and feminism offer distinct but overlapping theoretical 
perspectives, and it is their intersection that informed this study’s methodology, 
particularly in the interrogation of the role of gender, power, and considerations of the 
public impacts of personal experiences. Critical theories contest the extremes of 
positivism and relativism, using reflexivity and political awareness to challenge 
inequality and oppression (Pease, 2009). This emphasis on confronting issues of power, 
from the personal to the structural, can be applied to both postmodernism and 
feminism.  
 
Definitions of postmodernism are elusive and contested; Cilliers argued that “the word 
‘postmodern’ has acquired so many different meanings that it has become impossible to 
define it,” with the result that postmodernism itself is an example of complexity 
(Cilliers, 1998, p.113). In this research, a critical postmodernist approach supported 
attention to multiple voices, including those who might be silenced in methodologies 
that align with dominant interests.  
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A feminist approach specifically focuses on issues of gender and power, articulates links 
between the private and public spheres, and strives to redress the gender imbalance in 
prior research that has privileged men through choice of topics and methodologies 
(McLaughlin, 2012). Feminist research requires that research methodologies take care 
to avoid replicating (as far as possible) further oppression. As feminism itself was 
critiqued during the 20th century , with particular criticism that the early waves 
reflected a predominantly white middle-class heterosexual perspective, a deeper 
understanding of the intersection of multiple forms of oppression developed. This later 
form of feminism included attention to the enactment of power between groups of 
women, and the possibility of women dominating and oppressing other women.   
 
In an effort to minimise the possibility that research could lead to an equivalent 
domination by researchers over women, Allen and Baber (1992) argued that feminist 
researchers should only study “ourselves or those above us in power” (p.12). This 
position makes two important assumptions: that such power hierarchies are evident 
prior to undertaking a particular study, and that those with less power than the 
researchers will in some way be able to research themselves if their voices are to be 
represented in the literature. In the context of this study, I was aware of my powerful 
status as a tertiary-educated Anglo-Australian woman. Adding to my potential for 
power within the research relationships was my familiarity with the research topic, and 
with the interview method itself. Reflexive research practice helped to ensure that the 
research design brought issues of power to the foreground and, where possible, 
maximised parents’ control over their participation.  
 
Feminist principles were a particularly important basis for this study, as the majority of 
people in Australia who identify as carers are female (Access Economics, 2010; Meagher 
et al., 2005), and feminist scholarship provides a strong base from which to understand 
the social, political and historical barriers that can work to minimise women’s voices in 
the political and social spheres. As a researcher with a background in social work, my 
use of a feminist lens was also mindful of three aims of feminist-informed social work 
research: to highlight the multiple roles of women as “women, parents or carers”, to 
guide researchers in incorporating gender and women’s perspectives in building 
56 
 
knowledge, and to challenge patriarchy by providing a wider view of social issues 
(McLaughlin, 2012, p.87). 
 
By turning attention to women’s issues, however, there is a risk that neglecting men’s 
perspectives will mirror past imbalances (McLaughlin, 2012). This point is salient when 
researching parent perspectives; in the context of paediatric palliative care, a systematic 
review of studies that claimed to represent parent perspectives indicated that women 
consistently outnumbered men in study samples, with the consequence that for many of 
the reviewed findings, “parent” became synonymous with “mother” (Macdonald et al., 
2010, p.438). This finding had implications for the methodology used to explore parent 
carers’ perspectives on their relationships with complex service systems, and informed 
choices about recruitment and data production methods. It also informed my reflections 
on the role of power in my interviews with fathers, and the combination of critical 
postmodern feminism and complexity theory offered a useful lens through which to 
analyse the dynamics of my interactions with the six fathers who participated. 
 
Feminism’s attention to the public implications of private experience is also pertinent to 
the research topic’s concern about parents’ care roles and identities, and their 
relationships with formal service systems. Care has traditionally been associated with 
domesticity and “women’s work”, although a feminist understanding of care illustrates 
its extensive relevance to both public and private spheres (Tronto, 1998). Tronto 
(2001) challenged researchers to “change the overall public value associated with care. 
When our public values and priorities reflect the role that care actually plays in our 
lives, our world will be organized quite differently” (p.62).   
 
Critical, postmodern and feminist theories share the principles of attention to multiple 
subjectivities, critique of oppression and inequality in both personal and political 
spheres, power-sharing between researcher and parent participants to the greatest 
extent possible, and a focus on reflexivity in research practice. Fisher and Tronto’s 
scope of care as relevant to “our bodies, our selves, and our environment, all of which 
we seek to interweave in a complex, life-sustaining web” (1990, p.40), together with 
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Tronto’s later attention to the political implications of this understanding (Tronto, 2015, 
2017), is also congruent with the use of critical postmodern feminism as a framework  
with which to explore the perspectives of parents who encounter multiple, diverse 
service systems in the course of caring for children with high-level support needs. 
 
4.1.5 Integration of conceptual approaches 
The separate epistemological and theoretical approaches that underpinned the planning 
and implementation of this research interacted dynamically, each influencing and being 
influenced by the other elements to form an overarching theoretical framework. Based 
on these perspectives, relationships between parents and providers were viewed as 
subjective, multilayered, and facilitated or constrained to varying degrees through the 
exercise of power. Knowledge was understood to be both constructed (through the 
interactions between individuals, human systems and societies) and construed (through 
interpretation and reinterpretation). Social constructionism challenges the 
reductionism of science, as well as its assumption that the pursuit of knowledge is a 
linear progression over time towards a more perfect understanding of an objective 
truth (Burr, 2015). Therefore, despite complexity theory’s origins in natural sciences, its 
principles of non-linearity and resistance to simplification are consistent with a social 
constructionist epistemology and have led to its growing application in a diverse range 
of disciplines, including social sciences (Byrne, 1998).  
 
Building on this base, critical postmodern feminism contributed a means by which the 
role of gender and power could be incorporated into both the planning of the study and 
the analysis of its findings. It also emphasised the importance of acknowledging the 
presence of the researcher in the study, a central element of qualitative research (Tong, 
Sainsbury & Craig, 2007). As noted in Chapter 1, I brought to the thesis my own 
experiences and perspectives, both personal and professional. Listening to parents tell 
of their experiences dealing with a wide range of service providers and systems, over 
several years, had influenced my understanding of both the strengths and constraints 
placed upon parents of children with high-level care needs. Some of these experiences 
reflected mutually respectful relationships with service providers. For other families, 
my involvement came in the wake of parents’ frustration or alienation in their service 
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interactions, or feeling overwhelmed (and sometimes silenced) by the physical and 
emotional demands of their ongoing care roles. On the one hand I am reluctant to speak 
for parents, preferring that parents speak for themselves where possible. However, I am 
also conscious of the forces working against their ability to do so. Therefore, the 
conceptual approach taken in this study has facilitated an acknowledgement of my own 
subjectivity without diminishing the importance of parent carers’ perspectives.               
 
On this basis, complexity theory and critical postmodern feminism offered a useful 
theoretical lens through which to explore parents’ subjective understandings, as well as 
the wider social and political influences that contributed to their construction of 
meanings, and enabled the research to address a gap in understanding left by previous 
modernist studies. Section 4.2 narrows this broad focus to address the specific 
methodology and methods employed in the production and analysis of the data.  
 
4.2 Research Methods 
4.2.1 Research questions 
Chapter Three reviewed the literature pertaining to care of people requiring long-term 
multiple service involvement, and identified a need for a deeper understanding of 
parents’ perspectives in this context. In particular, the literature review highlighted a 
lack of research that crossed sectoral or disciplinary boundaries. As a result, most of the 
existing knowledge about parents’ perspectives has been contextualised within a 
particular professional discipline, sector or phenomenon (for example: nursing, health, 
and carer burden, respectively). The focused nature of such research has required a 
simplification of parents’ experiences rather than embracing the complexity and 
uncertainty that may have emerged within a wider contextual frame.  
 
Exploring this topic from a social constructionist stance, influenced by shared principles 
of critical postmodern feminism and complexity theory, led to formulation of the 
research question, which is reiterated here as it guided the design and implementation 
of the study: 
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 How do parents of children (including adult children) affected by a condition 
resulting in high-level care needs perceive their own relationships with complex 
service systems? 
 
Three sub-questions arose from this overarching question: 
 How do parents understand their own identities within or outside these 
systems? 
 From parents’ perspectives, what are the characteristics of effective or 
ineffective relationships between themselves and formal service systems, at both 
individual and systemic levels?   
 How do parents understand the concept of complexity in the context of their 
relationships with providers? 
 
These questions privileged parents’ perspectives, grounded in their day-to-day lives and 
interactions with providers at home and in diverse service settings. As the study was 
concerned with both the shared and differing meanings that parents ascribed to their 
experiences, responding to these questions required a methodology that valued 
subjectivity and nuance. In keeping with the exploratory nature of the research 
questions a qualitative design was chosen, to enable a focus on parents’ perspectives 
and the meanings that they gave to their own roles and relationships in the context of 
their interaction with providers. 
 
4.2.2 Ethical framework 
The intersection of established ethics of justice and emerging ethics of care influenced 
the ethical framework that underpinned every stage of the study’s design. The 
University of Sydney Human Research Ethics Committee (HREC) application and 
approval process was founded on traditional ethical principles such as beneficence, 
non-maleficence, autonomy and justice, however the feminist methodology and 
relational nature of the research topic also drew me to consider an ethic of care, which 
focused on relationships and context. This approach “is a way of thinking about politics, 
social practices and the everyday-life considerations of people in diverse 
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circumstances”, with “an insistence on the necessity of knowledge generated from lived 
experiences of care practices as a basis on which to realise the transformative potential 
of care thinking” (Barnes, Brannelly, Ward & Ward, 2015, p.233-234). Thus, in contrast 
to universalist ethical frameworks, ethics of care value diverse, multiple and 
contextualised voices, and enable a clear link to be drawn between private lived 
experiences and the public politics of care.  
 
Although tensions exist between approaches based on justice (rationalist) and care 
(empathetic), these need not be mutually exclusive; they can be complementary and 
interdependent (Clement, 1996; Held, 2006). A central element of an ethics of care 
approach is its capacity to be transformative (Barnes, Brannelly et al., 2015; Barnes, 
Conradi & Vosman, 2015), going beyond ethical analysis and decision-making to enact 
real change. In contrast to making ethical decisions in isolation from their context, a 
care-based ethic offered the possibility to bring about change through repair 
(Sevenhuijsen, 2003) and renewal (Tronto, 1993).  
 
The decision to incorporate a care ethic into a more traditional ethical framework 
transformed the design of this research, particularly in terms of the onus to build and 
value relationships, and to facilitate parents’ informed participation. The inclusion of 
care ethics complemented established emphases on ethical principles such as respect 
for autonomy, extending the capacity and responsibility of the research to pursue 
justice and challenge inequality in the research process, while also incorporating a 
consideration of relationships and their contexts throughout the course of data 
production, analysis and dissemination. 
 
The study received ethics approval through the University of Sydney HREC (Appendix 
A), with a special requirement that specified the process for translation in the event that 
this was necessary. The application for ethics approval had noted that the study aimed 
to be inclusive of people who were not confident in written or spoken English, and that 
if translated materials and an interpreter were required in order that a parent could 
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participate, these would be arranged in the relevant language. Ultimately, translated 
materials were not required, as all parents chose to participate in English. 
 
Subsequent modification to the approval covered two amendments (Appendices B and 
C). The first was approval of the use of a compact advertisement (Appendices D and E), 
following feedback from one organisation that the original wording was too lengthy for 
inclusion in newsletters and social media (Appendix F). The second change was the 
removal of an earlier exclusion that prevented the recruitment of parents of children 
with one of a group of rare neurodegenerative conditions known as leukodystrophies. 
At the study’s commencement, I was employed as the only leukodystrophy-specific 
social worker in Australia. This presented a potential conflict of interest in my dual roles 
of service provider and researcher on this topic, and it was possible that a parent would 
either withdraw from accessing relevant condition-specific supports, or feel unwilling 
to participate in the research, as a result of the dual relationships. Following my 
resignation and the appointment of another social worker to the position, this concern 
was no longer relevant, and removal of the exclusion resulted in the participation of a 
further five parents, all of whom had known me in my previous role.   
 
These parents’ participation presented a further ethical issue in terms of negotiating a 
new research relationship against a background of our history together in a different 
context. To address this issue, I focused on clear and respectful communication with 
parents at every stage of the research relationship. For example, I encouraged these 
parents to imagine that I knew nothing of their situations, and to share with me all, and 
only, the information that they were willing to have included in the data. A reflexive 
approach was also crucial in order to maintain clarity in my own thinking throughout 
the study, with the use of a research journal and reflection with research supervisors 
being important strategies to manage any potential ethical conflicts or emerging issues.  
 
4.2.3 Recruitment of parent participants 
The recruitment phase of any study has important consequences for both the quantity 
of data available for analysis and the characteristics and perspectives of the people who 
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participate. These aspects, in turn, directly inform the project’s final outcomes 
(Kristensen & Ravn, 2015).  
 
Initial recruitment was via a purposive sample of people who responded to 
advertisements distributed through a range of support groups for families affected by 
genetic and/or rare conditions, carer support groups and related peak bodies 
(Appendices D, E and F). Further recruitment resulted from word-of-mouth contacts as 
people became aware of the study through their informal channels. All potential 
participants were required to initiate contact with the researcher in the first instance, to 
ensure as much as possible that parents were expressing interest without duress, and to 
avoid the possibility of a breach of privacy if third parties (such as friends or service 
providers) forwarded contact information without a parents’ consent.   
 
The basic selection criteria included self-identification as parents of a child with high-
level care needs, residing in Australia. Beyond these criteria, recruitment aimed to 
embrace heterogeneity, as this contributed to an understanding not only of 
commonalities in perspective across individuals with different circumstances, but also 
reflected the diversity of parents who access Australian service systems, and whose 
atypical voices may otherwise remain unheard. The initial aim was to recruit a 
maximum of 30 parents. The subsequent complement of 27 parents reflected both 
convenience (in that the size was partly limited by the number of parents expressing 
interest in participation during the designated interview phase), and the creation of a 
manageable amount of data to achieve a deep understanding of parent perspectives 
within the constraints of the doctoral research project. 
 
The decision not to recruit via service provider organisations was made for two 
reasons. The first was to reach parents using a wider range of services than agency-
specific recruitment might have allowed, parents who may not have used particular 
services during the recruitment phase, and those who may have disengaged from 
previous service relationships. This decision was consistent with the findings of a 
systematic review of literature about barriers to future planning for parents and adult 
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children with learning difficulties in which all but one of the 16 studies reviewed had 
drawn participants who were current or previous users of services, and as a result the 
voices of families who had never engaged with services remained unrepresented 
(Bibby, 2013).  
 
The other consideration in the decision to advertise to parents through peer rather than 
provider agencies was to avoid provider organisations taking on a gatekeeping role, 
with the risk that this would influence the type of perspectives that were reflected in the 
data. Although the recruitment process through parent and carer groups presents a 
parallel concern, in that these groups are also accessed by a particular sub-group of 
parents, the role of word-of-mouth communication may have balanced this somewhat.  
 
Table 4.1 summarises the range of parents’ sources of information about the study. 
Table 4.1. Sources of initial information about the study  
 Source of information Number of parents 
A Carer/support group or 
related peak body  
(eg. newsletter, website) 
10 
B Word of mouth 7 
C Individual agency worker 4 
D Unsure 2 
E Partner of parent recruited 
through A, B or C above 
4 
Total  27 
 
An important limitation in the recruitment approach was the capacity to advertise only 
in English. There is a “worrying trend” not to represent the voices of people from ethnic 
minorities in research about ageing parents of people with disability (Bibby, 2013, 
p.102), and this issue was also of concern in designing the current study, particularly in 
light of Australia’s ethnic and cultural diversity. Although the research was designed to 
enable responsiveness to the needs of parents from any language group who may have 
wished to participate, this was predicated on such parents being aware of the study 
through an English-speaking friend, family member or provider. Perhaps 
unsurprisingly, all parents who responded had adequate confidence in English to 
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participate on that basis, although two of the parents stated that they spoke a language 
other than English at home. This suggests the value of further research to privilege the 
inclusion of diverse ethnic and language groups. In the context of rare conditions, 
however, targeted recruitment in languages other than English is made more difficult by 
ethical challenges regarding anonymity and confidentiality.   
 
4.2.4 Inclusion criteria 
The intention of the study was to be as inclusive as possible, to ensure that parents 
whose voices may not be well-represented in existing research could participate 
without undue barriers. As a result, exclusion criteria were kept to a minimum. The 
study was open to any people in Australia who self-identified as parents of children 
with high-level additional care needs, and who considered the service systems they 
were in contact with to be complex. Telephone and email contact prior to interviews 
provided information about the study and confirmed the parents’ willingness to 
proceed. This step also indicated parents’ ability to participate in interviews without the 
use of interpreters or other supports.  
 
The study was open to mothers and fathers, and was inclusive of non-biological parents 
including step-parents, foster parents and adoptive parents. I avoided being 
prescriptive in my definitions of high-level care needs and complex service systems, as I 
was interested to learn how parents themselves conceptualised these terms.  
 
4.2.5 Family characteristics  
Six fathers and 21 mothers participated in interviews. The parents represented 22 
families with a total of 27 children affected by conditions that resulted in their long-
term involvement with multiple services. Five of the 22 families had two children with 
additional support needs: in two of these families the children were between 3 and 11 
years, and in the other three the age range was 21 to 42 years.  
Five of the 27 parents were sole parents (including both mothers and fathers). 
Information provided in the course of interviews identified that at least one adoptive 
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parent and at least one step-parent participated, although it is not possible to report the 
biological relationships of all parents and children with any certainty, as the focus of the 
study was on the parenting roles rather than their biological basis.    
 
The children who received services were between 2 years and 42 years of age, and 
included 14 females and 13 males. Table 4.2 groups children’s ages to approximately 
reflect the age-based structures of service systems accessed by these families.  
 
Table 4.2: Age of children. 
Age Number 
<12 years 8 
12-21 years 7 
>21 years 12 
Total 27 
Parents’ descriptions of their children’s conditions varied widely, from specific 
diagnoses (including several rare syndromes) to combinations of impairments that 
remained undiagnosed at the time of interviews. Table 4.3 summarises parents’ 
descriptions into four broad groups, offering an indication of the diversity and 
complexity of the children’s conditions without leading to identification in the case of 
very rare conditions. Eighteen of the children had a condition of known genetic, 
chromosomal or mitochondrial origin. Several of these were extremely rare; in some 
instances fewer than 10 people in Australia were known to be affected by the condition.  
Table 4.3: Children’s conditions/diagnoses as described by parent/s.  
Type of condition Number 
Hereditary condition (genetic, 
chromosomal, mitochondrial) 
18 
Acquired brain injury (infection or 
trauma) 
4 
Diagnosed mental health condition 1 
No medical diagnosis 6 
Total 29* 
*NB: A child may be affected by more than one type of condition. 
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4.2.6 Ensuring anonymity: An ethical challenge 
4.2.6.1 A two-step approach to written consent 
The rarity of children’s conditions, or particular combinations of characteristics and 
family circumstances, presented challenges for the protection of anonymity. Even when 
anonymous in wider society, parents were potentially identifiable within their “small 
connected communities” (Damianakis & Woodford, 2012). Concerns about potential 
identification were addressed through the researcher-participant relationship, in which 
I explained anticipated uses of the data, and at all times sought to maximise parents’ 
power and participation in decision-making about the handling of their information.  
 
In light of this, the research featured a two-step written consent process, adapted from 
the approach proposed by Kaiser (2009). This involved a clear articulation of issues 
surrounding the use of data and the possibility of identification, and offered parents a 
means of specifying any limitations over the use of their information. It also made 
explicit both the challenges in anonymisation of parents’ personal information, and 
strategies to manage these. Parents were advised of the small but important possibility 
that identification might affect not only parents themselves but, in some contexts, family 
members or service providers (Kaiser, 2009; Saunders, Kitzinger & Kitzinger, 2015a). In 
discussing anonymity and confidentiality with parents, I was also mindful of future 
electronic access to research findings, and compilation of information from multiple 
sources (Saunders, Kitzinger & Kitzinger, 2015b). Parents were asked to complete two 
written consent forms: one prior to the interview and the second at any time prior to 
conclusion of the data analysis. At that time, parents who had not already completed the 
second form were again invited to do so. The opportunity for parents to change or 
withdraw their consent prior to finalisation of the written thesis remained in place 
regardless of their use of the Post-interview Consent Form.  
 
After a telephone conversation with parents who had expressed interest in 
participation, a Participation Information Statement (Appendix G prior to 9 July 2015, 
replaced by Appendix H for parents recruited after that date, following the modified 
ethics approval noted in Section 4.2.2, p.59) and both consent forms (Appendices I and 
J) were sent to parents via email or post, depending on their preference. A follow-up 
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phone call provided an opportunity for parents to ask any questions. If they wished to 
proceed, an appointment was made for a face-to-face interview. At the interview 
meeting, the Participant Information Statement was explained and parents were 
encouraged to ask any questions prior to signing the Pre-interview Consent Form. 
Completion of this form was a pre-requisite to further participation in data production.  
 
Although Kaiser (2009) queried whether such a clear articulation of the risks of 
identification might increase participant anxiety, the parents in this study appeared, 
conversely, to appreciate the thought that had gone into the handling of their 
information. Initially, parents often seemed unconcerned about their anonymity; 
several parents stated that they were comfortable with the possibility of being 
identified. Rather than accepting these statements at face value, they provided an 
opportunity to discuss more deeply the potential use of the information (some parents 
had not considered the possibility of presentations at conferences or to carer groups, 
for example) and strategies available to the parents to control the use of the data in 
specific contexts. Making explicit the strategies and responsiveness to concerns, rather 
than focusing only on risk, appeared to be valuable in building trust and rapport in the 
research relationship. 
 
The Post-interview Consent Form provided space for parents to write details of 
circumstances in which they wished to be contacted prior to use of their information, 
together with a confirmation of their willingness to be contacted again in future should 
the researcher have any concerns about the extent of their consent in specific 
circumstances. This was operationalised for one parent soon after the data production 
phase, to confirm her consent to the use of part of her visual data in a conference 
presentation that occurred prior to the completion of her interview transcript.   
 
Six parents chose to complete the Post-interview Consent Form immediately after the 
interview, despite encouragement to take time to mentally process the interview 
experience. One parent had signed the Post-interview Consent Form prior to the 
interview, and confirmed her consent following the interview. A further four parents 
68 
 
completed the document after viewing the transcript of their interviews, while the 
remaining 16 parents chose to maintain their consent as per the Pre-interview Consent 
Form without further documentation. Two parents requested during the interviews that 
some of their information be excluded from the record of intervew, and these 
transcripts included a note reflecting that material has been omitted. 
 
4.2.6.2 Use of pseudonyms 
Parents were also de-identified through the use of pseudonyms. This is a common 
strategy for data anonymisation, however it is not without challenge, as the choice of a 
pseudonym can convey complex meanings to readers on the basis of the assumed 
gender, culture or other characteristics of the name (Lange, Zaretsky & Euler, 2016). 
The role of choosing a pseudonym can also be a means of enacting power (Lahman et al., 
2015). On the other hand, de-personalising the data with letters or numbers runs 
counter to a feminist methodology that seeks to make explicit the subjective voices of 
participants. After consideration of many alternative approaches, parents were offered 
the option to choose their own pseudonyms. This decision was guided by Allen and 
Wiles’ (2016) finding that inviting participants to specify their own pseudonym 
strengthened not only the process but also the content of their research.  
 
Only two parents took up this option although, as with the process for documentation of 
consent, discussing the issue may have been empowering in its own right. Given that the 
analysis of the data used a thematic rather than narrative approach, I allocated up to 
three pseudonyms to each parent, to increase the anonymity of specific textual 
fragments and further detach potentially identifying combinations of information from 
their source.  
 
4.2.7 Data production 
As noted in Section 1.6.1 (p.7), all data in this study were considered to be produced 
rather than collected, reflecting the study’s feminist and social constructionist 
foundations. Semi-structured interviews facilitated both spoken and visual data 
production, which was complemented by additional information that parents 
69 
 
contributed through emails and telephone calls outside these occasions, as well as 
reflections contained in my field notes and research journal. 
 
4.2.7.1 The production of verbal data 
In keeping with a view of interviews as purposeful conversations (Fawcett & Pockett, 
2015), data production followed a flexible format that was responsive to parents’ 
interests and needs. An interview guide helped to retain focus on the research topic 
where necessary (see Appendix K), but it served primarily as an aide memoire. Such 
flexibility is a hallmark of qualitative interviewing; with an emphasis on the researcher 
as listener, this approach enabled the creation of space for parents to express diverse 
views and allowed the direction of interviews to be guided by issues that parents felt to 
be important to the topic (Bryman, 2012). Without the constraints of structured or 
predetermined parameters, it offered the opportunity for new understandings to 
emerge (Patton, 2015).  
 
A further consideration in conducting these interviews was the role of privilege and 
power in the researcher-parent interactions (McLaughlin, 2012; Sprague, 2005), 
enacted in part through language choices. The flexibility of qualitative interviews 
allowed questions to be framed in language that respected and reflected parents’ 
preferences, and enabled them to respond in their own terms (Engel, 2009). In the 
course of interviews, the parents’ role as experts on their own situations could be 
emphasised, contributing in turn to power-sharing between researcher and parent.  
 
A particular question arose when considering interviews with couples: should parent 
carers be interviewed separately or together, and should this be the decision of the 
researcher or the parents? The shifting response to these questions during the data 
production phase is an example of research reflexivity in action: despite the initial 
decision to meet with all parents singly, in order to allow each person the researcher’s 
sole attention, as well as privacy to share personal perspectives if required, all five 
couples who were interviewed requested shared interviews and, after consideration, 
this was accommodated.  
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The study aimed to produce adequate data to enable deep analysis of emergent themes, 
rather than striving for thematic saturation, the point at which no new themes could be 
identified (Bryman, 2012). The number of parents who would be available and willing 
to participate, given their children’s high-level care requirements, was unknown at the 
time the study was designed. Ultimately, I set targets of 30 parents and a conclusion 
date for data production (30 November 2015), and determined that data production 
would cease when either of these targets was reached. Interviews were held between 
25 September 2014 and 24 November 2015, at which time 27 parents had participated 
in a total of 25 face-to-face meetings. 
     
Discussions about children’s conditions, parents’ roles, and parents’ relationships with 
providers could all potentially lead to the emergence of sensitive issues and a level of 
distress for parents. When this occurred, parents were offered the opportunity to 
suspend or terminate the interview, and information about support services contained 
in the Participant Information Statement was reinforced within interviews as relevant. 
In each instance the parent chose to continue, a situation that is consistent with 
research suggesting that participants value the opportunity to voice their experiences 
and may be less concerned with negative impacts of their involvement in research on 
sensitive topics than those charged with an ethical responsibility for their wellbeing 
during the research process, including Ethics Review Committees (Buckle, Dwyer & 
Jackson, 2010). Despite parents’ willingness to engage with topics that are potentially 
distressing, however, reflexivity is critical if a qualitative interviewer is to work both 
effectively and ethically.  
 
As noted in Section 4.2.3, all parents participated in English, however cultural influences 
extended beyond confidence with the English language. For example, one family 
requested that I stay to share the family meal, and had prepared food for me. I had some 
familiarity with their cultural practices and was aware that hospitality was an 
important part of their culture. I accepted their invitation, but only after discussing how 
to delineate the research and social aspects of our discussions. We agreed that 
interview-related conversations would occur in one room, and informal interaction in 
another. As a result, the interview was intermittently suspended and recommenced, 
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engaging the parents in active decision-making about which stories to include in the 
data. This experience again highlighted the value of a reflexive methodology, illustrating 
that unanticipated ethical and practical decisions must sometimes be made without the 
benefit of detailed preparation. 
 
Parents were informed that interviews would typically consist of a single meeting but 
further contact by telephone, email or in person (if feasible) could occur if requested. 
Single interviews of between 45 and 208 minutes duration were held with 26 parents. 
One mother elected to meet four times over the course of 4 months, with a combined 
duration of 239 minutes. These four separate meetings are considered as four parts of a 
single interview in this thesis, for two reasons. The first was that the mother was clear 
that she was structuring each meeting as a chapter in her wider story. The second was 
that by considering the four meetings as complements of a whole, they aligned with the 
other interviews, including one of similar total duration completed within a single day.  
 
All interviews commenced with a general query about family structure, and further 
questions and prompts followed parent-led themes as much as possible. This approach 
aimed to facilitate the emergence of unexpected responses, drawing on the Interview 
Guide (Appendix K) to obtain data in the relevant areas of study and maintain a focus on 
the research topic if required, without imposing unnecessary limitations on the breadth 
of information gathered (Fontana & Frey, 2008).  
 
Interviews occurred at a location suggested by the parent, subject to safety and privacy 
requirements. Five interviews were held in private homes, and the remainder in public 
venues such as cafés, chosen by the parent. The reasons that parents gave for their 
choice of home-based interviews included: a familiar place, flexibility to respond to 
family needs if necessary, and inability to take time away from care responsibilities. In 
each instance of a parent choosing to meet at a café or open public place, the reason 
given was associated with “time out”, either because the interview itself represented a 
break from other responsibilities, or because the chosen space had associations of 
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relaxation, safety or a place the parent would customarily go for reflection or 
rejuvenation. 
 
Conducting interviews in private spaces, such as family homes, presents potential safety 
risks. Drawing on the University of Sydney HREC Research Code of Conduct (University 
of Sydney, 2013), together with my professional knowledge and previous experience as 
a caseworker in home-visiting roles, I developed a Safety Protocol (Appendix L) that 
guided my assessment of potential safety concerns, specified strategies to monitor 
safety through the course of interviews, and stated actions to occur if a risk was 
identified. A safety assessment was completed in the form of a verbal checklist when 
scheduling interviews.  
 
When interviews were held in public places such as cafés, the primary concern was for 
the parent’s emotional safety and privacy. Consistently with other strategies guided by 
shared power and decision-making, the advantages and constraints of each location was 
discussed when scheduling interviews. As the locations were familiar to the parents but 
not to me, this drew on their local knowledge and reinforced their expertise within the 
research relationship, as well as ensuring that it would be a place they could feel 
comfortable and secure. It required me to exercise reflexivity and self-care to ensure 
that my own needs and safety were also considered, and this process was a useful 
strategy for laying a foundation of mutual respect and rapport. Furthermore, the 
discussion about privacy and safety provided a foundation for trust and openness 
within this relationship.    
 
4.2.7.2 The production of visual data  
The inclusion of a mapping technique to produce visual data originated in the study’s 
initial foundation in systems theory. Versions of eco-mapping have been used for many 
years in social work with families, due to their ability to arrange and succinctly 
communicate a large amount of qualitatively rich information (Hartman, 1995; Ray & 
Street, 2005). The intentions of engaging participants in the creation of maps were to 
move towards redressing potential imbalances in the relationships between researcher 
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and parents (Hartman, 1995) and to facilitate a level of creativity of expression that 
traditional interviews alone may not offer. The approach in this study grew out of a 
commitment to methods that, quite literally, handed over the tools of data production to 
parents.  
 
The use of mapping was also a strategy to engage participants who, because of their 
gender, literacy or personal style, found non-verbal communication useful as a means of 
communicating concepts and relationships. Graphic techniques bring a number of 
benefits, alone or in tandem with interviews, including their potential to overcome 
cross-cultural, language, or literacy limitations; enhance the richness and nuances of 
information; enable comparisons with other representations, and depict information 
ranging from the physical to the conceptual (Crilly, Blackwell & Clarkson, 2006).  
 
Although the use of diagrams may be empowering for participants (Hartman, 1995), 
unfamiliar technical tools can have the opposite effect, reinforcing power imbalances 
(Crilly et al., 2006). For this reason, the tools used in this study were intentionally 
unsophisticated: a portable whiteboard, pens, and customised magnetic discs that 
represented family members and service providers (Figure 4.1).  
 
Figure 4.1: Mapping tools. * 
*The map in this image is for illustrative purposes only. 
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The visual map and spoken interview were complementary. The interview included the 
participant’s elaboration and clarification of their mapping choices, and the mapping 
tools prompted new conversational threads. The initial idea of offering parents a sample 
map was discarded prior to the first interview, in favour of encouraging parents to use 
the materials creatively. This resulted in diversity of both processes and content.  Of the 
27 parents, only three parents - one mother and one couple - chose not to create a map 
in some form.  
 
As a social worker with a background in the use of eco-maps to represent layers of 
systems, I was keen to avoid the possibility of the visual data illustrating my own 
influence rather than the parents’ construction. Despite this, the first two interviews 
indicated that my intentionally minimal direction increased rather than decreased 
parents’ anxiety at the commencement of interviews. From the third interview I 
routinely suggest that parents might, if they wished, start by placing magnets 
representing their family (without specifying exactly who this might include). I also 
suggested that parents in previous interviews had sometimes found it helpful to place 
magnets on the periphery of their map, to denote significant past experiences or 
relationships. After that introduction, clarifications were provided as parents’ questions 
arose. 
 
4.2.7.3 Field notes and reflective journal 
Reflexivity occurred continuously throughout the research. The use of written field 
notes and a reflective research journal were important mechanisms to this end, 
together with regular research supervision. The critical conversations that occurred in 
supervision meetings provided a forum for reflection on the research design, process 
and findings, and guided my actions in response to issues that arose. Field notes were 
written as soon as possible after each interview, and included reflection on 
environmental aspects as well as on the emotional and intellectual experiences of each 
meeting with parents. The research journal comprised information and reflections on 
the experience of undertaking the research, ranging from thoughts about my own 
involvement in the study to insights about the research topic and design arising from 
my reading of the literature. Journal entries were recorded in two complementary ways, 
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as password-protected notes on my iPad and as removable pages in a handwritten 
notebook. The use of these parallel note sources enabled me to jot down ideas wherever 
or whenever they occurred, and to retain them securely. 
 
These reflections contributed to co-production of further data and informed decisions 
about ethical and procedural issues in later phases of the study, as discussed in Section 
9.4 (p. 224). For example, in one reflection I considered my conflicting feelings about 
meeting with parents in a researcher role, rather than as practitioner or friend. This had 
ramifications for the way I responded to specific practical and emotional issues that 
parents raised. By reflecting on my feelings during these interviews, I became aware of 
a degree of personal stress at my inability to work with parents to resolve situations 
directly, as I would have done (in different ways) in either a practitioner or informal 
relationship with the parent. This realisation led to three outcomes. The first outcome 
was a clearer understanding of the purposes and potential benefits of my research. A 
deeper awareness of my own motivations, values, and vulnerabilities followed. The 
third outcome was the development from simple reflection to active reflexivity, which 
influenced subsequent exchanges with parents as well as facilitating a deeper 
engagement with the data.    
  
4.2.8 Data analysis 
4.2.8.1 Documentation of the data  
Interviews were audio-recorded and transcribed verbatim. I transcribed 13 interviews, 
which gave me an opportunity to listen deeply to the interview interactions. As the 
transcription of earlier interviews started while data production with other parents was 
still in train, the process of transcription helped tailor the interview techniques and 
topics for discussion in later interviews. Due to timeline constraints, it became apparent 
that it was not feasible to transcribe all of the interviews myself, and as a result nine 
interviews (15 hours of recording) were transcribed by a professional transcriber. I 
then “cleaned” these, which ensured consistency of format and allowed me a further 
opportunity to listen closely to the recordings. 
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At the end of each interview, maps were dated to match them with the relevant 
transcript, photographed, and dismantled. Photographs were edited to remove any 
identifying information before analysis commenced. 
 
Parents were offered a copy of the transcript and photograph, with an invitation to 
comment and clarify if required. As a result, 12 of the 22 transcripts were emailed as a 
password-protected attachment, with a copy of the image if requested, and a further 
two were posted in hard copy according to parents’ preferences. Four parents declined 
the offer of a copy of the transcript. The remaining parents did not respond when 
contacted to confirm their wishes and clarify appropriate arrangements if required. 
 
Parents were also encouraged to provide further comments if they wished to do so 
following the interview, and these were incorporated into the study. By providing as 
many opportunities as possible for parents to contribute their perspectives, I sought to 
minimise power imbalances between researcher and parent, enlisting the parent, in a 
limited sense, as co-researcher (Smith, 1994; Stevenson & Taylor, 2017) while 
acknowledging that parents were not consulted for their input in the analysis of themes. 
 
4.2.8.2 Coding and analysis 
All data were analysed using a thematic network analysis, involving six steps: coding of 
material; identification of themes; construction of thematic networks; description and 
exploration of these networks; summary of the networks; and interpretation of 
patterns. Each step of this process led to an increasingly abstract and conceptual 
understanding of the data (Attride-Stirling, 2001). 
 
Interview transcripts were coded using NVivo 11TM software, employing an inductive 
approach in which themes emerged from the data rather than being pre-determined 
(Braun & Clarke, 2013). Although the research question necessarily guided the analysis, 
to the extent that it assisted in determining the relevance of data to the study’s areas of 
concern, the inductive approach to analysis foregrounded parents’ perspectives and 
supported an exploratory approach to the identification of themes. It also supported a 
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focus on parents’ conceptualisations of providers and diverse service systems, 
understandings of their own identities within or outside these systems, and 
constructions of their own identities as parents and/or carers. 
 
Coding commenced soon after completion of the first interview transcript, with the 
result that the phases of data production and analysis overlapped. This enabled new 
threads of inquiry to be explored in later interviews. Codes were then grouped together 
and refined as necessary when the inclusion of more data contributed new insights into 
their definitions or groupings.  
 
At the conclusion of the coding, 46 nodes were identified. These were transferred to 
index cards and grouped manually. Initial groups represented the lowest level of 
abstraction (basic themes), which were then clustered into organising themes that, in 
turn, informed the global, or overarching, theme. Thus, themes emerged from the data 
at an increasing level of abstraction, rather than deconstructing an overarching theme 
into its subordinate parts. 
 
The study’s original intent was to integrate the visual and verbal data for analysis, 
through coding both in NVivo 11TM. However, parents interpreted the task in more 
diverse ways than had been anticipated, rendering the visual data more suited to 
individual manual analysis. In contrast to traditional ecomaps, which depict 
comprehensive systems and utilise consistent symbolic representation of relationships 
between the elements, parents used the mapping materials in highly individualised 
ways. It became evident that the process of creating the visual data was often more 
relevant to the research question than the resulting pictorial information. Thus, the 
interpretation of parents’ maps often relied on viewing the visual data in the context of 
its accompanying transcript. The content of most maps contributed to a deeper 
understanding of the themes by complementing the spoken information, rather than 
functioning as a source of standalone data about characteristics of parent-provider 
relationships.  
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4.3 Conclusion 
The research design reflected an iterative but congruent relationship between 
conceptual underpinnings and practical methods, in order to explore the research 
questions of parents’ perspectives of their relationships with service systems, and of 
their own identities within and outside these systems. By building on a broad 
philosophical framework that valued individual perspectives, but which also 
acknowledged that the meanings ascribed to these experiences were derived from 
wider social influences and personal subjectivity, the research design sought to 
privilege parents’ viewpoints and analyse these through an interpretive lens. As a result, 
data were produced and analysed using a social constructionist framework, informed by 
principles of complexity theory and a critical postmodern feminist stance.  
 
A thematic network analysis (Attride-Stirling, 2001) led to the identification of 
progressively more abstract themes, enabling a response to the research questions 
through these theoretical lenses. The development and analysis of this thematic 
network guides the following chapters. Chapters Five, Six and Seven present the sixteen 
basic themes that contributed to the organising themes of “boundaries”, “transition” and 
“enacting power through control and resistance” respectively. The global theme, 
“individual (re)negotiation” (Chapter Eight), draws together the complex network of 
interrelated themes. It connects the methodological approach discussed in Chapter Four 
with the themes that emerged from the data, to represent the study’s major 
contribution to knowledge about the socially constructed meanings given by parents to 
their relationships with providers across a range of disparate service systems. 
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Chapter Five. Organising theme: Boundaries 
5.1 Introduction 
Sixteen basic themes emerged from the coded data. Using a structured process to 
develop a thematic network (Attride-Stirling, 2001), the basic themes were grouped 
into organising themes. The organising themes led to the emergence of a global theme 
of “individual (re)negotiation.” Chapters Five to Seven focus on each of the organising 
themes and the basic themes within them. Chapter Eight brings the organising themes 
together in a discussion of the global theme. 
 
 
Figure 5.1. Thematic network. 
 
Five basic themes contributed to the organising theme of “boundaries”, the focus of this 
chapter. These themes encompass parents’ delineations of themselves, other 
individuals, and wider systems. Chapter Five presents the meanings parents gave to 
such boundaries through the basic themes of identity (being), activity (doing), 
knowledge (knowing), gender, and structure.  
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5.2 Basic theme: Identity  
Identity is understood in this thematic network in terms of being, or being seen to be. 
This theme reflects direct descriptions of parents’ views of themselves, as well as 
information inferred through an analysis of statements and narratives in which the 
parent enacted a particular identity. It contained representations of the identities of 
others, including family members and providers. An insight into parents’ 
understandings of their own and others’ identities is fundamental to an analysis of the 
relationships that arise when parents and providers interact. 
 
Twigg and Atkin's (1994) conceptual framework categorised carer identities primarily 
in relation to service providers. In other words, the four conceptualisations could be 
understood as "the (provider's) co-clients", "the (provider's) co-workers", "the 
(provider's/provider system's) resources", and "superseded (in terms of importance to 
providers)".  In asking the research question, "How do parents understand their own 
identity within or outside the service systems within which they interact?" I was 
interested in areas of consistency and difference between the data and Twigg and 
Atkin's (1994) conceptualisations. It should be noted that, unlike Twigg and Atkin’s 
(1994) research, this study focused exclusively on the experiences of parents, and 
included parents of children under 18 years of age; differences between the findings of 
the two studies should be considered in this light.  
 
The data that follows are initially presented using Twigg and Atkin's (1994) four 
categories of carer identity, followed by two other conceptualisations: carers as 
“experts” (Allen, 2000; Sadler & McKevitt, 2013) and as “protectors” (Bowers, 1987; 
Nolan et al., 1995). The data broadly supported all six of the existing conceptualisations, 
but indicated far more complexity in parents’ constructions of their relationships with 
providers, and of their conceptualisation of providers themselves. Above all, the data 
highlighted the critical importance of avoiding assumptions about how parents 
understand their own and others’ identities in parent-provider relationships, and 
challenged assumptions of congruence between provider conceptualisations and those 
of parents. 
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5.2.1 The burdened parent as co-client 
Several parents spoke of their own needs for support from service providers, either 
directly or in the course of discussing challenges and burdens they had experienced.  
 
So those three (services) … continue to do a lot for him, and for me as well. 
[Greg] 
 
I still touch base (with the psychologist), periodically, for myself because it 
all starts imploding and I have to get some guidance and some strategies to 
get through the rougher patches. [Fiona] 
 
You've got someone there in your corner...not only the child's needs but I 
guess you as a parent…they can look after the parent as much as the 
child…and you’ve got to have someone you can trust, because it’s so hard. 
[Philippa] 
 
Few parents raised the issue of their own support needs as a primary concern; rather, 
these comments emerged as a sideline to other narratives of crisis, or portrayals of 
aspects of their role or function as parents. Carer burden is a concept that pervades care 
literature but is also challenged by views of caring as a far more nuanced and reciprocal 
relationship (Fine & Glendinning, 2005; Molyneaux, Butchard, Simpson & Murray, 
2011). In this thesis, burden is seen to exist, but as only one of many aspects of parents’ 
experiences. While keen not to overstate the burdensome parts of their experience 
(“…not into anyone that feels sorry for us.” [Zoe]), many parents were clear that such 
stressors should be heard and acknowledged. The burdens experienced by parents in 
this study included financial, physical, emotional, career and other personal issues, 
although the co-client identity that appeared within these parents’ narratives referred 
almost exclusively to aspects of emotional and physical health. An important aspect of 
burden that emerged from the data, discussed in more detail in Chapter Seven, is that of 
burden created as a direct result of the involvement of services. The notion of service 
involvement as burdensome in itself sits uncomfortably with that of carer as co-client. 
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Respite is often intended to give parents a reprieve from the assumed hardships of day-
to-day care tasks, and the concepts of respite and carer burden are closely associated in 
discussions about carers as co-clients (Manthorpe, Iliffe & Eden, 2003). Respite featured 
in some way in 20 of the 22 interviews, but sometimes with significant ambivalence 
about use of the term and what it represents. Beth commented that 
 
respite sounds like I need a break from something that’s so heinous that if I 
don’t get time to breathe I cannot continue…I jokingly call it the second “R” 
word (the first being “retarded”). [Beth]  
 
Parents’ views of themselves as co-clients intersect with basic themes of “Keeping it all 
together” and “The burden of service involvement” through the concepts of respite, 
carer burdens, and strengths that appear in some way within each of these themes. 
These links will be discussed further in Chapter Seven, which focuses on the organising 
theme of “enacting power through control and resistance”.    
 
5.2.2 The skilled parent as co-worker 
The identity of parent as co-worker appeared relevant for some parents in this study, 
but was not a simple matter. For Grace, taking on a worker identity was presented as an 
intentional attempt to create an emotional distance in certain situations. She used her 
knowledge and vocabulary to present herself as a worker rather than as a parent, and 
was clear about the function this fulfilled for her. 
 
I put on almost like a worker's role. You know, this is my job, and I found that 
I can talk very clinically about Morgan. Yeah. And that's a protection 
mechanism. [Grace] 
 
For Grace, speaking “clinically” was not simply a reflection of her knowledge, nor was it 
a strategy to build relationships with service providers, but a conscious decision to take 
on an identity with a particular purpose. The two identities, parent and worker, 
presented assumptions about the emotional aspect of different types of care. By taking 
on an identity as worker, and thus aligning herself with other service providers, Grace 
83 
 
appeared to suggest that there was an emotional risk in parenting that was not present 
in care worker roles or, conversely, a self-protection inherent in the instrumentality of 
the provider role. 
 
Grace talked about the responses of others to her ability to remain calm and clinical in 
crisis situations affecting her daughter, and the admiration and respect that she was 
accorded as a result. She presented an insight into the deeper layers of this apparent 
emotional detachment, however, in sharing a story of her response to an urgent call 
received while she was at work: 
 
I had a phone call that an ambulance had been called and Morgan was at 
(hospital) and I went to my boss ... and said, “I need to leave work to go up to 
the hospital.” ... and she said to me, "You seem so calm". But when I left work, 
I couldn't find my car, which was only parked right outside. ... So I think I do 
this very great job of being very clinical ... I work out what I need to do, but 
then it’s in other ways, you know, not being able to find my car, and I went 
the wrong way, and went to the wrong car ... and it’s a very small car park. 
[Grace] 
 
Ingrid presented a co-worker identity in terms of the dynamics that she and her child's 
neurologist had developed: 
 
I think that we’re treated almost as colleagues; certainly with Nicky’s 
neurologist we have a very good relationship and he will speak his mind to 
me and I will speak my mind with him without having to worry about what’s 
correct and what’s not. [Ingrid]  
 
For Ingrid, the co-worker identity was bound up in a sense of trust and mutual respect 
between the medical specialist and herself. This enabled frank discussion, 
unconstrained by traditional protocols with their attendant power imbalances.   
 
In exploring the meanings of co-worker relationships it is important to consider not 
only the way parents constructed their own identities, but how they constructed the 
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identities of the providers with whom they interacted. Throughout the interviews, 
narratives emerged that contained descriptions of provider roles and functions. These 
indicated that parents’ views about the boundaries between professional and non-
professional identities could vary significantly from those underpinning professional 
codes of ethics. Section 5.1.6 of the Australian Association of Social Workers (AASW) Code 
of Ethics (2010), for instance, requires clarity in roles and relationships, and places the 
responsibility for stating and maintaining these boundaries firmly with social workers. 
It states that  
 
where dual or multiple relationships with clients ... exist, or are unavoidable, 
social workers will set and enforce explicit, appropriate professional 
boundaries to minimise the risk of conflict of interest, exploitation or harm 
(2010, p.23). 
 
The question of what constitutes appropriate boundaries requires professional 
judgement on the basis of the encoded principles and contextual factors. The AASW 
Code of Ethics bases its position on Reamer’s (2006) definition of dual or mutual 
relationships, which includes “sharing meals, maintaining friendships” (Reamer, 2006, 
p.109). However, many parent narratives about valued relationships with individual 
professionals were presented as examples of friendship. The following quote expresses 
considerable ambiguity in the definition of the parent-provider relationship, but where 
such ambiguity might be of concern at a professional level, it was something that the 
mother valued.  
 
I had great case managers where I could have a coffee in the street, and say, 
this is what I need. We always talked that way. Still maintained a business 
sort of professional sort of thing, but still could be open and talk like a friend, 
so they were a bit like a counsellor, really, or a psychologist. [Erica]  
 
This is an important, and by no means clear-cut, consideration for workers interacting 
with parents of children with high-level care needs, particularly in small connected 
communities such as rural towns or parent support groups. While workers are 
concerned to articulate the difference between friendship and their professional roles, 
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they may be specifically discounting one of the very features valued by parents. This 
places workers in a difficult position, as they simultaneously attempt to build rapport 
and explicate role boundaries that, in parents’ eyes, place an unwanted distance in the 
relationship.  
 
Moreover, for some parents, a loss of other social networks may have influenced their 
hunger for relationships with providers to fill this need. Although the interview 
questions were not intended to draw out discussion about the parents’ social networks, 
several parents referred to a loss of social connections as a consequence of their child’s 
additional care requirements. One interpretation of these unsolicited references to 
social networks is that both formal and informal relationships were entwined in the 
parents’ minds, and that, for parents with many services involved in day-to-day family 
life over a long period of time, drawing distinctions between these was viewed as 
artificial, if not irrelevant.  
 
For some families, frequent in-home contact with workers resulted in workers taking on 
a role as family member, further confusing the definitions of co-worker and pseudo-
family relationships. 
 
She was like a grandma figure and whatever ... and she'd sit down and have a 
cup of coffee when we'd come home, and we'd have a chat for half an hour. ... 
It became a little bit mixed, and I like that. [Freya] 
 
She's sort of become, a bit like the family in a way. [Jess]  
 
Again, parents presented the breakdown of boundaries between formal and informal 
care as a positive element of their relationships with service providers. Where such 
boundaries were maintained, a perceived distance or lack of emotional connection 
could be a source of fear for parents, particularly those concerned about entrusting 
their child's care to respite or residential services. Two unrelated parents, discussing 
future accommodation options for their children, expressed concern about the level of 
deep commitment to the children’s interests that formal services could be expected to 
maintain: 
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Is the Government going to come and actually look at and think (of Joshua) 
as their own child? [Daniel] 
 
It’s always been a real concern of mine because … often paid supports and 
paid agencies are really focused on making sure … basic needs are met. Food, 
shelter, warmth, you know, and they’re what we need to live, but they’re not 
what makes life worthwhile. And that’s having friends, and family, some 
social interactions, and stuff like that ... He has me, but I'm not going to be 
there for ever. [Carla] 
 
These comments reflect a deep concern about the capacity of providers to achieve the 
standards that parents have set for themselves, as parents and as advocates, in the 
interests of their child’s wellbeing.  
 
5.2.3 Parents as resources 
Twigg and Atkin’s (1994) conceptualisation of carers as resources, to be supported not 
so much for their own sake but in anticipation of the implications for paid service 
provision should they be unable to continue, was evident in this study to some extent. 
Data indicated clearly that parents, too, may see themselves as a resource for formal 
service systems, but with some differences in interpretation of what this meant. 
Parents’ portrayals ranged from descriptions of themselves as unpaid, unrecognised or 
unappreciated providers of instrumental care, through to a sense of pride in supporting 
and enabling formal services.  
 
Several parents remarked on discrepancies between reward for direct care tasks and 
indirect activities that could otherwise be expected to be undertaken by paid workers, 
and the impact of their own unpaid roles: 
 
I remember not that long ago, wanting a couple of week's respite, and the 
person that was taking my place was getting $1,500 a week to do what I do 
always, and talking about her trip to Bali … and I was staying on my mum's 
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lounge … because I couldn't actually afford to go anywhere and I refused to 
put Andi anywhere, because that's Andi’s home. [Diana] 
 
Every day … was taken up in travelling and getting all these appointments 
done and that, just for this bloody (funding) appeal. Do I get paid? [Gabrielle] 
 
When the report came in it was word for word what I'd said … and I thought, 
you know, I should be employed here. [Robyn] 
 
We’re helping out society really; even though he’s our problem, we’re 
actually making it better for society because they don’t have to put their 
hand in their pocket because I’m doing all that. … I mean, I do it anyway for 
that piddly little amount you get paid, it’s hardly worthwhile worrying about.  
I don’t know how some people even survive. [Quentin] 
 
We're slaves, slaves to the government. [Vera] 
 
However, not all parents reported their resource role in negative terms. 
 
We actually had meetings with both preschools together while we talked 
about resources.  We brought our OT (occupational therapist) in, we brought 
in our speechy, we supplied similar resources to both preschools. [Olivia] 
 
They come to me if they’re looking for support, looking for the P&C (parents 
and citizens group) support in activities that they’d like to do. [Zoe] 
 
We go through this recruitment process (for in-home care workers) and find 
the right people and refer them to the agency. [Warwick] 
 
Olivia went further, describing her wish to “nurture” the workers, but expressing 
concern about the effort that this would cost her. In this situation, Twigg and Atkin’s 
(1994) conceptualisation applies, but is taken in a very different direction. Rather than 
the commodification of the parent themselves, Olivia’s role appeared to be as the 
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provider of other resources to support providers. As a commodity, the parent is 
perceived to be largely powerless, carrying a burden on behalf of formal service systems 
and supported only to the extent necessary to maintain their base capacity. The 
contrasting view of parent as a source of material and other resources for formal 
services infers a redistribution of power, with providers as the beneficiaries of support 
that could be dispensed or withheld by parents. 
 
5.2.4 The superseded parent 
Twigg and Atkin (1994) described parents whose children had reached adulthood and 
moved out of the family home as superseded parents, their previous care role, and 
sometimes relationship with their children, becoming secondary to that of paid care 
workers. A selection criterion for participation in this study was that parents were 
engaged in their child’s care (in whatever way they interpreted this) at the time of the 
study. The purpose of this criterion, at the time, was to ensure that parents’ 
retrospective stories would not be discounted as irrelevant to current policy and 
practice. Although it was therefore assumed that Twigg and Atkin’s (1994) category of 
superseded parent would not apply to the parents in this study, interviews took place 
with three mothers of adult children who lived out of the family home, in disability-
specific accommodation, and who still considered themselves as parent carers, in line 
with the participant selection criteria.    
 
In this study, relationships between children’s ages, their accommodation 
arrangements, and the resulting relationship between their parents and service 
providers were far from straightforward. Some data highlighted the active and positive 
continuing involvement of parents in both their children’s lives and in relationships 
with providers, even when the child lived away from the family home. 
 
Her day program, when they’ve got her out, sometimes going up that road 
they’ll just pull in and say “I’ve got Sandy in the van,” we’ll go out and say 
hello, and then off they go again. [Alison] 
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Other narratives demonstrated that parents could feel superseded by workers and/or 
agency processes even when their children were living at home and relying on the 
parent for care in every aspect of daily living. This was especially notable in terms of 
agencies’ communication with or about adult children who had reached the age of 18. 
For example, several parents told of frustrations accessing financial information 
through banks or Centrelink, despite explanations of their children’s high levels of 
cognitive impairment. 
 
When she turned 16, it was incredibly problematic, they wanted her to sign 
forms and do all that and that was very difficult, until one day I just took her 
down there and, yeah, I think that was good for them to see. She's got 
quadriplegia, she's non-verbal, she can't eat, she can't swallow … they sent 
me forms saying … something about working, her ability to work.” [Heather] 
 
(Health insurer) wanted a (Statutory Declaration) from Charlie to say that I 
could apply for his printout. And I said to them "He is non-verbal, he's 
disabled, he doesn't read, he doesn't write, blah blah blah." "Oh, well, we will 
post it to him rather than email it" like she'd do for the rest of the family. … 
And I said "Well that's ok, because you know what? Charlie doesn't even 
know how to open an envelope, so I'll be opening it anyway." … and I said, "If 
you look at his original application you'll see I signed it, not him, I filled it 
out, not him." You know? [Denise] 
 
As noted previously, communication impairments featured very prominently among 
children whose parents participated in this study. In contrast to many adults with 
disability who are able to verbalise their preferences and dreams, only four of the 12 
adult children in this study were able to use words to communicate, and while the 
remainder had varying abilities to communicate their feelings this was generally 
extremely limited. Furthermore, Twigg and Atkin (1994) excluded parents of children 
under the age of 18 but included non-parent carers such as spouses and adults caring 
for parents. As a result, conceptualisations of parents as superseded carers in this study 
were supported, but were also mediated by parents’ roles as advocates and 
communicators on their children’s behalves. Rather than contradicting Twigg and 
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Atkin’s (1994) findings, this study complements and extends the understanding of this 
conceptualisation. 
 
5.2.5 Expert parents 
Bowers’ (1987), writing in the context of aged care, discussed the role of informal carers 
as experts in the care of their aged family members, with an emphasis on the non-
instrumental aspects of expertise (knowledge of the person’s lifestyle, interests, and 
wishes, for example). Sadler and McKevitt (2013) built on Bowers’ work in also 
conceptualising carers as experts, but with a focus on teaching people to undertake 
technical skills in order to care for family members or friends with brain injury 
following stroke. 
 
Views expressed by parents in this study supported both of these aspects of the “expert” 
identity. Some narratives indicated that providers respected parents’ expertise and 
were willing to learn from the parent.  
 
I did some research and we actually found some sneakers that were actually 
designed to fit with those so we got those and then when we went in to 
physio one day, the physiotherapist saw them and so then it was, “Oh, wow, 
where did you get these from?” And they hadn't even known about them. 
[Hugh] 
 
Others, in contrast, illustrated providers’ apparent lack of awareness, if not active 
disregard, leading to frustration and contributing to the parents’ sense of providers as 
an additional challenge to be overcome, or burden to be borne. 
 
"Hi, doc," I said, "Look, you'll need some assistance with Chris." "Oh" she said 
"I've done this a hundred times, I know what I'm doing." So I sat back … and 
in the end, after about five goes I said to her, "Right, step away from my son." 
She goes, "I beg your pardon?" I said, "Get away from my son because now 
you touch him again you're assaulting him." [Eva] 
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Every time I saw him I came away and I was furious because he just didn’t 
listen to me. He thought he knew everything about my son when he saw him 
for that long, a couple of times a year and wouldn’t take me seriously at all.  
[Joanna] 
 
 
Felicity and Xavier explained the difference in parent and provider perspectives in 
terms of their broader relational contexts. 
 
You know your son or daughter better than anyone else. You know, they see 
him for a tiny little snapshot of their whole life. [Felicity] 
 
You (providers) might clinically know them but there are other factors that 
you don’t know anything about that go on in their lives that have a bearing 
on the situation.  So you need to not just treat them (and) deal with them 
clinically. There’s other factors there. [Xavier] 
 
Similarly, Pauline, who spoke in detail about her strategies to build and develop a 
recognisable team of multidisciplinary service providers for each of her children, stated: 
 
I always want to say “you’re the expert in (discipline), but I’m the expert in 
Stevie and I’m the expert in Mackenzie”. [Pauline] 
 
By identifying their complementary knowledge bases regarding the person’s condition 
and care in this contextualised way, there is an opportunity for both parents and 
providers to respect each other’s different contribution and negotiate their relationship 
accordingly. Although this principle hardly seems open to challenge, the extent to which 
parents and providers enter into mutually respectful care partnerships appeared to 
vary considerably in practice, at least from parents’ perspectives. Despite this variation, 
with time and continuity of relationship it was possible to identify positive changes, 
notably when both providers and parents gradually established confidence in the 
parents’ role as expert. 
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It took a while for us to kind of go, “This is really unusual. This isn't a good 
thing that this is happening.” And once we got to that point they were 
amazing and they were great, and they were all over it, but yeah, it did take a 
while. [Trish] 
 
In another example of acknowledgement of parent expertise, the father of a child with a 
very rare condition had been invited to be a guest speaker at a medical conference: a 
strong symbol of the value that treating specialists accorded to his expertise. 
 
I was asked to open a conference for them … This is the (regional health 
provider), which covers multiple hospitals.  They created a conference. 
[Alan] 
 
To highlight Alan’s expertise in such a forum appeared to portray him specifically as an 
expert, by inviting him to present personally rather than having indirect input via an 
attending medical professional. This example goes beyond the individual relationships 
between parents and professionals, and speaks more widely of the breaking down of 
boundaries between formal and informal care systems. 
 
5.2.6 Parent as protector 
The question of trust was a thread running through many interviews, ranging from a 
high degree of faith in some providers through to a deep distrust in others. Many 
parents articulated fears about service providers, placing themselves as protectors in 
the face of service provider threats. This conceptualisation is not apparent in Twigg and 
Atkin’s (1994) framework which, as noted previously, focused on providers’ 
conceptualisations. Trust (or the lack of it) influenced the ways that parents felt about 
services, and shaped their day-to-day decisions and interactions. For this group of 
parents, an added concern was the communication impairments of their children. 
Across all age groups, communication impairments affecting 21 of the 26 children 
meant that they were unable to disclose experiences that occurred away from their 
parents’ supervision. Parents expressed a reluctance to trust providers, and emphasised 
the very high value they placed on workers and services once this trust had developed. 
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In the months prior to the interview phase of the project, there had been Australia-wide 
media coverage of allegations of sexual assault of people in disability-specific residential 
care, and this added weight to the parents' concerns. 
 
You've heard the stories. How would she tell you if something went wrong? 
[Freya] 
 
My biggest fear's always sexual assault. You can't protect them. And Darcy 
can't tell me. [Heidi] 
 
If he could talk … I don’t care that he’s in the wheelchair. …  I just want 
Joshua to be able to say, “Hey I don’t want this, don’t touch me”. [Luci] 
 
Kimberley had installed a closed-circuit camera as a means of monitoring in-home 
respite carers. She expressed ambivalence about this strategy, but her discomfort was 
outweighed by her concern that “he can’t speak, and I need to know that he’s safe.”  
 
Fiona, who proactively scrutinised information given to her by a particular worker, 
described his response. 
 
He came to me one day and said, “I believe that you've been talking, you've 
been getting opinions from other people and talking about me.” And I just 
said, “Of course I have. I'm checking out the information you've given me 
about my child and I'm seeking a second opinion, and I will do that.” But just 
the fact that he confronted me? Yeah, I was rather taken aback by that. 
[Fiona] 
 
In contrast, Isabelle had a more positive outcome to her determination to protect her 
child's interests. 
 
He said, “I'll just go and have a look at the x-rays.” I said, “Well I'm coming 
with you.” And he said “Oh, don't you trust me?” I said, “No.” I think he was 
amused. I don't think too many people said that to him. And besides, I didn't 
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really trust him because I had been given a bum steer from doctors so badly 
... after that I wanted him to prove he was worth his mettle, and he did. He 
was really good to us. [Isabelle]  
 
This scenario demonstrates the possibility of building a constructive relationship from 
an inauspicious beginning, as a direct result of the providers’ response to the parents’ 
expressed lack of trust. It demonstrates the opportunity for renegotiating relationships 
and challenging, rather than replicating, pre-existing constructions of these 
relationships. 
 
Transport services to and from school or day programs, including the use of 
mainstream taxi services, represented another perceived danger. The particular 
vulnerability of children (including adult children) who had no verbal means of 
communication was a source of anxiety for many parents. 
 
(Mainstream taxi drivers) are not under scrutiny as to present Working With 
Children Checks and everything else, they're just a taxi driver. [Gabrielle] 
 
Parents of children who required intensive individual care, such as oral suction and 
nutrition via a gastric tube, noted the health risks of unsupervised taxi travel, a common 
means of transport for people with disability in the wider community. 
 
If Joshua is coughing, the driver can’t take care of him, because the driver’s 
job is to be the taxi driver.” [Daniel] 
 
I would never put a child by himself in a taxi, especially one with epilepsy.  
Not knowing medically what would go on. [Anthea] 
 
He put Sasha’s chair in without a belt (to secure the wheelchair).  And we 
said, “Hang on a second, you can’t do this” and he went and grabbed a coat 
hanger. [Warwick] 
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Conversely, Grace saw her child’s high care needs as indirectly safeguarding her young 
adult daughter: 
 
In a way, Morgan having such high level needs gives her great protection 
against that because … she can't travel in a taxi on her own. You know, we've 
had cases of taxi drivers assaulting females in wheelchairs, but because 
Morgan always needs an extra person, I feel that's a level of protection. 
[Grace] 
 
5.2.7 Complexity and nuance in parent/provider identities 
Concepts of identity in parent narratives, in the context of interaction with services, 
were fluid and could shift according to context. Denise used metaphor particularly 
effectively to capture this nuanced perspective, comparing her experiences over a 
period of almost three decades to being in a rugby scrum in which she might be the 
referee, a member of the team or at times, poignantly, the ball. 
 
The data also reflected significant diversity between individual parents’ descriptions of 
themselves. Erica compared her own approach with that of other parents: “not all mums 
are like me. They’re not like Rottweilers.” She went on to describe herself as “the big 
bad wolf” and “the intimidator” in her dealings with service providers. Describing an 
agency’s resistance to her request for a particular process, she said, “I insist on it now. 
And they do it. As soon as they see me they scatter like rats. Cockroaches actually.” 
 
In stark contrast, Judy described herself as being “still a softy underneath” although she 
went on to remark that, on becoming a parent of children with additional needs,  
 
this … mother protective thing really came out of me, I was quite amazed at 
how differently I felt towards people and so I've become more assertive. 
[Judy]  
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5.3 Basic theme: Activity 
Whereas identity, as described above, refers to a state of “being”, the related theme of 
activity is defined by those actions and tasks (“doing”). Parents reported wide-ranging 
functions and tasks, with narratives featuring both overlap and discrete differences in 
activities undertaken by themselves and providers.  
 
5.3.1 Therapy and service co-ordination 
The data included examples of parents engaging in specific therapeutic activities with 
their child. Ingrid commented on the competing stresses that this placed on her life and 
roles; doing physiotherapy exercises with her child gave her an opportunity to 
maximise his function and development, but it had a significant impact on other aspects 
of parenting. After spending hours each day on therapeutic tasks, over several years,  
 
I spoke with a case worker at a place where we get respite from, and she just 
basically said, “Look, what you’re doing is great but be parent first and nurse 
second.” [Ingrid] 
 
Parents also spoke of taking on service co-ordination roles. Co-ordinating services on 
behalf of their child was seen by some parents as ensuring that they had a desired level 
of control.  
 
I’m quite private about, I want to know who’s sharing information with who, 
so you know, I may say, “Nup, I don’t want you to liaise direct with them.” 
[Cathy] 
 
Because I’m self-managed, I’ve got the flexibility now of being able to pick up 
more of his care, and redirect more of his funding into different areas. 
[Elspeth] 
 
When I’m choosing a service provider, particularly with allied health where I 
have a bit more choice, psychology – particularly psychology, speech and OT, 
I very much frame things as a team approach and having team goals … It goes 
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through me mainly … partly because I don’t want to be left out of the loop … I 
kind of look at myself almost as a case manager of managing the two children 
and all of their therapies and that’s the approach I’ve taken. [Pauline] 
 
I really had to drive it. Because if I didn't, it got lost … both my kids have 
fallen into too-hard baskets and if I don't kind of push, things don't happen. 
[Sarah] 
 
For others, parental co-ordination of services was taken on due to the absence of paid 
workers available to fulfil this role, interpreted by some as causing additional strain.  
 
I've just wasted two hours of my morning, ringing all these establishments, 
and only one'll ring back. [Freya] 
 
So those conversations are all happening at the moment but they’re all 
separate. I’m the co-ordinator. I’m the multidisciplinary whatever. I’m it. 
There is nothing out there to help. [Yasmine] 
 
Delegating such tasks to a provider, where available, could bring welcome relief for 
some parents. 
 
I'm happy for doctors to share reports among each other, I don't want to 
have to be filling out a million forms every time that someone else wants a 
medical report. [Karen] 
 
The main service that we've had is the occupational therapist through the 
hospital, she's helped us organise basically everything because you go into 
these things, you don't know anything … what's available, what isn't. [Ian] 
 
5.3.2 Parental paid work and family care 
The relationship between parents’ own paid and unpaid work was particularly relevant 
in connection with the other basic themes in this group, as it offers insights into two 
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distinct aspects of the boundaries between formal and informal care. First, parents 
shared stories about their access to, and impacts of, paid work on unpaid care, and vice 
versa. Second, several of the parents had qualifications and/or experience in areas 
related to health, education or other paid roles in which skills overlapped or were 
transferrable between the family home and the workplace.  
 
The typical developmental trajectory of children is towards independence from their 
parents and, for parents in the wider community, this underpins their own employment 
planning. Flexible work hours or leaves of absence are negotiated with a view to 
eventual return to paid work. For parents whose children continue to rely on them for 
additional daily care, however, the child’s different experiences also require 
adjustments to the parents’ employment pathway. 
 
I went all the way to almost getting a (company) car, but I thought in a 
country town you can't do that unless you're prepared to travel. You've got 
to go travelling. I couldn't do that. [Gabrielle] 
 
The kids were sick the other week … which is hard because he has a lot of 
time in hospital for appointments and that, so I've got to take time off work 
for (routine appointments) … plus I also have some medical conditions 
myself. [Greg] 
 
With the exceptions of family businesses and some small-scale employers, parents 
constructed paid employment in terms of its inflexibility. Moreover, there was no 
indication from the data in this study that parents viewed attributes gained in the 
course of their informal caring, such as time management, negotiation skills, knowledge 
and technical expertise, were valued by the paid employment sector. Where new 
opportunities had opened up as a result of these attributes it was generally in unpaid 
areas, such as volunteering in not-for-profit agencies.    
 
Finding a balance between paid work and family care varied greatly among the families 
who participated in the study, and was influenced by such factors as the age of children 
needing additional care, family structure and dynamics, geographical location, 
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availability of other services, and level of additional care that children required. Several 
families ran small businesses, giving them a degree of flexibility in daily routines. 
 
We've got a business in (town) so I tend to do the running around for 
(father) in between couriers and things…I contribute to the running of the 
business so therefore I still have an income according to the tax man, but 
(father) does the sweat, I do the paper. That's how I look upon it. [Isabelle] 
 
Others had faced open barriers to negotiating paid employment and family care. 
 
When I thought I could work part-time … they said, "Oh, you've got a 
disabled child." I went "So?" "What if she needs you in an emergency and we 
can't spare you?" And I told them to stick it … because I know that I'm 
valuable somewhere else. [Erica] 
 
However, despite the challenges, Nadia raised an important point when she urged 
people to remember that “why we are working is actually because maybe we would like 
to have a normal life too.” For Nadia, paid work was an opportunity to experience a life 
for herself away from the home responsibilities. Katelyn, who worked from home, 
shared this view of paid work as a positive balance in her life. 
 
It's just to keep my mind sane. Because you have days that you don't feel 
sane. So it just keeps me sane. [Katelyn] 
 
Olga had previously worked with children, but her child’s additional care needs led her 
to take up a new career.  
 
It’s something probably a bit removed from kids too. I think I need 
something removed from Casey. I really enjoyed it once but now it’s 
like…(pause)… [Olga] 
 
Freya also expressed her desire to return to the external paid workforce, but was not 
optimistic about her opportunities to re-enter her previous career after many years’ 
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absence caring for her child, now adult. Meanwhile, like several other mothers in the 
study, she balanced her domestic role with home-based paid employment.  
 
Zara had returned to her original profession, but into a role with lower status and 
income and less responsibility. She described the conscious decision-making this had 
involved: 
 
I can’t commit to a fulltime job with an employer; and I find that really, really 
upsetting. I’m now earning $50,000 a year as opposed to $120,000 a year, 
trying to look after a home and a child with special needs. But I made the 
choice. Twelve months ago I said I want her in my life, and if having her in 
my life is going to be with me as a fulltime carer, so be it. [Zara] 
 
Although mothers’ narratives of career impacts were most visible in the data, some of 
the fathers had made significant adjustments to their own paid work roles as a result of 
their participation in their child’s care. Xavier, whose child had required round-the-
clock intensive care for several years, ran his business from home in order to undertake 
rostered care shifts, including night shifts, with his partner and paid carers. Laurie had 
returned to study to gain a new qualification and employment in a disability-related 
field.  
 
The impacts of providing additional informal care on parents’ limited participation in 
the paid workforce were felt beyond the working years, as this dialogue between Ulrich 
and Vera demonstrated: 
 
You don't get superannuation, sick pay, holiday pay, Workcover. [Vera] 
You’re never going to retire. [Ulrich] 
If I hurt myself, stiff shit. You're never, never… [Vera] 
Everyone else gets to retire. We don't get to retire. [Ulrich] 
And that's the worst part. [Vera] 
Unless we give them (children) up. [Ulrich] 
Yep (that's the only way). [Vera] 
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A number of parents in the study had qualifications or workforce experience in related 
fields. For these parents, the identification and negotiation of boundaries and identities 
presented some particular complexities. 
 
Having a nursing background, I had a little bit of knowledge which is more 
frightening I think than none sometimes. [Heidi] 
 
I was a developmental care worker years ago…so I actually went through a 
place called (institution)…the most horrendous place I’ve ever seen…So, I 
remember going through medical files, I remember looking at their lives, and 
thinking, “How do you work out what damage was done through their 
disability and what damage was done through the care they've had?” [Carla] 
 
While insights gained in the workforce had the potential to increase anxiety, they could 
also be a resource for parents in their domestic roles.  
 
I had actually come from a medical background where research was 
paramount, and doing clinical trials and things like that, that was my 
background. [Brenda] 
 
I fostered children with disabilities because I had always worked with people 
with disabilities, and I thought that if anyone could cope I could. [Thea] 
 
I’ve always been in that caring sort of role or background … I love the caring 
side. [Xena] 
 
In my section of (corporation), where I was working, I was the only non-
secretarial woman on the floor.  I was in my 20s … I had to be a strong 
negotiator to do the job that I did. [Nerida] 
 
These quotes underline both the complex nature of assumed boundaries between care 
systems designated as formal or informal, and the ambiguities parents experience when 
their care roles straddle both systems. 
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5.4 Basic theme: Knowledge 
The theme of “knowledge” emerged through narratives of both the holding of 
knowledge, and the enactment of that knowledge through specific skills in their 
children’s care. As discussed in Chapter Three, one of the common distinctions between 
formal and informal care is the holding of specialist knowledge that may reflect years of 
academic study, confers social status, and enables the holder to undertake activities 
beyond the realm of the general population. A specialist vocabulary is symbolic of this 
expert knowledge. Some or all of these characteristics may also apply to parents of 
children with complex medical care needs, challenging the definitions of formal and 
informal care in this context. Parents in this study told of using airway suction 
equipment, adjusting seizure medication dosages, administering parenteral (tube) 
nutrition, providing physiotherapy, and documenting symptoms.   
 
In section 5.2.5 (p.90) above, reference was made to the conceptualisation of parents as 
experts, enacted in areas of parental care activities. In addition to parents’ expertise 
about their child as a person, they developed expertise around the medical condition 
and, more broadly, interventions that could be of assistance to other families. Providers’ 
acceptance of the expert knowledge of parents was of wide potential benefit, including 
benefit to other families. Achieving this acceptance could take a significant amount of 
planning and tact on the part of parents, however, indicating a degree of fragility in the 
parent-provider relationship.  
 
I provided him with brochures and all sorts of things for him to give to 
people … I did it in a way where I went, “I found this book and I found it to be 
so helpful and when I’ve shown friends they’ve gone I wish I’d known this 
from the beginning … I brought you a copy so you can show it to people and 
see that it might be able to help them in their journey.” … I didn’t just say, 
“You did this shocking job and I was so traumatised.” [Olivia] 
 
Parents were also involved in training staff in more structured ways. 
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Mich was the first in (State) to be diagnosed, so whenever we presented at 
(paediatric hospital) it was like bees round the honeypot. “Oh, do you mind if 
we have an examination”, “Do you mind if we talk to you”, “Do you mind if 
we…” I thought, no, because it’s all education. [Clara] 
 
I train them the way I want things done, not the way they think things should 
be done…. and I make that very clear. [Adele] 
 
Parents’ vocabularies went beyond normative parenting terminology. This had 
significant implications for the equalisation of power in their relationships with 
providers. 
 
They spoke to me in medical language. But I can understand it. [Leah] 
 
It’s one thing being able to say that I think it would be beneficial, it’s another 
thing when you can start talking about functional outcomes and meeting 
goals … I’d learnt the language of speech, OT, now I had to start to learn more 
of the medical language. [Nerida] 
 
The data offered useful insights into the role of power and authority in relationships 
between parents and providers through narratives not only about the sources and 
sharing of information, but also the withholding of information as a means of gaining or 
retaining control. Chapter Seven, “Enacting power through control and resistance”, 
returns to this aspect and provides a more detailed discussion of the ways in which both 
parents and providers negotiate power relationships through access to information.   
 
5.5 Basic theme: Gender 
The data presented above illustrates that themes of identity, activity and knowledge are 
intertwined. Similarly, the basic theme of “gender” interconnects with the themes of 
both identity and activity. The presentation of these basic themes as discrete units is for 
purposes of manageability only; complexity theory highlights the interconnections 
between parts in a whole, and it is important to acknowledge that, while there are 
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distinctions between these thematic elements, they are complex and dynamic parts of a 
larger network. 
 
Gender issues were also central to the study's theoretical foundations, given the critical 
postmodern feminist lens through which the participants' data were interpreted. The 
data demonstrated a complex and nuanced role of gender in parent-provider 
relationships. The inclusion of five interviews with couples, which was an extension of 
the original single-interview methodology at the request of the couples involved, 
contributed valuable insights into the dynamics within couples as they discussed their 
respective providers relationships, and offered the opportunity for them to concur or to 
challenge each other’s perspective. In particular, it enabled an exploration of the ways 
that traditional gender stereotypes were accepted, contested, or experienced 
ambiguously. It also provided a glimpse into the way that power was enacted in these 
relationships. 
 
The discussion below addresses parents' perspectives on gender under three sub-
headings, focusing respectively on the gender of parents, as individuals and within 
couples, and the gender of service providers. The section concludes with a discussion 
concerning the role and function of gender in relationships between parents and 
providers. 
 
5.5.1 Gender of parents as individuals 
Six of the 27 parents in the study were fathers, and five of these fathers participated in 
couple interviews. Couple interviews enabled an additional perspective on the role of 
gender in two ways. Firstly, it offered an opportunity to observe the dynamic between 
parents, enriching the verbal and visual data they provided. This was especially valuable 
in discussions in which concepts of gender and power were relevant. Secondly, it 
allowed parents to support or challenge each other’s interpretations, which again added 
richness and nuance to their narratives. 
 
Several parents referred to providers’ assumptions about motherhood, both overt and 
implicit. These assumptions fell into two clear groups: those that minimised mothers’ 
experiences, and those that foregrounded or elevated them. 
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I feel they treat all people out there like you're a dumb mother and you don't 
know what you're doing … they don't even ask what your background is. 
[Gabrielle] 
 
In the beginning, you sort of got the feeling “one of those mums” sort of 
thing. Whether I was hypochondriac or … I don’t know whether it was a 
hypochondriac but melodramatic about what was going on. [Brigitte] 
 
A lot of Frankie’s doctors would speak to (father) as if he was an idiot; 
whereas if I was with them they’d use all the technical language and you’d 
actually notice a very big difference between how they would act depending 
on who was with them.  If I was with them with (father), they would tone 
down their language.  If it was just me, off they’d go, knowing that I would 
understand what they were talking about. [Yasmine] 
 
I suppose they are speaking to the mother assuming she’s the primary carer. 
[Zoe] 
 
A common thread of “getting on with it because you have to”, despite fears or other 
pressures, was present in mothers’ narratives, but far less apparent in those of fathers. 
 
He feeds her, he's very good with her, amazing with her, but there's no way 
he would put a tube when she's being put to sleep, or needles, he can't be in 
the room, he just gets too emotional and walks out … I think when you're a 
mum and you don't have a choice sort of thing. You learn it because you need 
to. [Lara] 
 
He is almost uninvolved in the medical side, partly because he has a 
demanding job but also because he's like, “I don't understand any of what it 
is.” [Leah] 
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5.5.2 Gender of parents within couples 
In almost all of the families in this study, women were reported as being in the “front 
line” of service involvement.  
 
Well my husband had a really high-powered job that took a lot of his energy 
and a lot of his time and he was on call a lot, and so ... my job was to keep 
everything running. [Clara] 
 
Some fathers stayed in the background, stepping in when conflict arose.  
 
I've always let (mother) run the ship but if I'm not happy with things I let 
them know, I let the services know. [Steve] 
 
He just backs me and that's it. That's his involvement. [Judy] 
 
For some couples, discrete roles and functions had apparently evolved passively. 
 
It just happens; because with my job, I was sort of out … from 3 o’clock in the 
morning until 6 o’clock in the afternoon. …  If anyone needed anything 
there’d always be Olga to get in contact with.  It was just location and 
availability.  My phone doesn’t always work (at remote work location).  So 
Olga’s always been the go-to person. [Ben] 
 
In contrast, the delegation of roles could be a conscious decision based on both the 
practicalities and personality traits of each parent. In this way, parents complemented 
each other’s strengths, and relationships with providers occurred as a three-way 
interaction.  
 
I think possibly because Alec is much more quiet … in that kind of situation, 
he’s very quiet and reserved and it’s pretty clear to most service providers 
that although Alec and I make decisions together, that I’m the one that 
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communicates them.  I’m certainly a lot more confident than Alec in that 
situation.  That’s for many reasons. [Olivia] 
 
They like to communicate to me, because I’m soft but I kind of convey the 
message.  But when Luci starts, when a word comes out in a wrong way … 
when it comes out, it will come out really feisty. [Daniel] 
It’s true.  I agree. [Luci] 
So then they see this and they turn to me.  “How can we do this?”  I’m playing 
the good cop/bad cop kind of situation in there, but I don’t let go either. 
[Daniel] 
 
This exchange suggests that providers responded to Luci’s occasions of assertiveness by 
seeking Daniel’s support, aligning themselves with him in the face of Luci’s “feistiness.” 
This offers useful insights into the different perspectives held by parents and providers, 
and also into provider assumptions when relating to couples.  
 
Mothers’ active role in day-to-day interaction with providers sometimes hid an arguably 
more powerful role played by fathers. These roles appeared to be enacted mainly at 
points of conflict with providers, when mothers’ lack of power became evident. This 
illustrates a situation in which women, while being dominant numerically in care roles, 
should not be assumed to be similarly dominant in terms of sharing power and 
decision-making.  
 
On the other hand, to paint women as the powerless majority is an oversimplification. 
Some of the mothers in the study reported situations in which they had developed skills 
and strategies to achieve their goals, particularly in occasions of conflict.  
 
I just waited till that person left, and I'd keep on going back, I kept on 
enquiring, it was the squeaky wheel, and eventually they took me on. Or took 
us on. [Heidi] 
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I thought, I can either go and have a coffee, or I can go and ask for an 
appointment.  I thought it’s much harder to say no to someone by face. 
[Pauline] 
 
I have no hesitation in dragging out names if I have to, if it’s going to get me 
somewhere I need to go. [Zara] 
 
Further highlighting the nuances of gender relationships is an examination of male 
parents and female providers, including female providers of high status, such as medical 
specialists. The participation of six fathers in this study offers an opportunity, albeit 
limited, to explore their views of gender in parent-provider relationships. Although 
invited to reflect on the influence of their own gender on relationships with providers, 
however, fathers seemed either unable or unwilling to respond in any detail despite 
several anecdotes from mothers suggesting that differences do exist. If they offered a 
response, it was usually to comment that they had not noticed any impact. There are 
many possible interpretations of the fathers’ reticence on this topic. It is consistent with 
existing literature on the challenges facing researchers interested in the perspectives of 
men, and fathers in particular (Macdonald et al., 2010; Sopcak, Mayan & Skrypnek, 
2015) but may also represent the invisibility to the individual of their own power and 
privilege (Case, Hensley & Anderson, 2014). The data in this study are insufficient to 
develop a comprehensive understanding, despite attempts to address methodological 
constraints, but indicate that this is an area requiring future research.   
 
5.5.3 Gender of service providers 
The gender of workers also contributed to parents’ constructions. Male workers in 
disability day programs featured in the narratives of parents of adult daughters, but in 
specific ways.  
 
Our preference has always been for females to do the care of Jules, certainly 
any changing, intimate care, we’ve said, you know, it has to be a female, but 
Jules quite likes blokey type of humour … she responds well to fart jokes and 
so they buy into that a lot more. … Whereas females are much more gentle 
with her. … I think it’s a good thing to have both genders there. You know, 
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the care industry tends to be highly feminised, and that is a problem I think. 
[Heather] 
 
Heather’s comment indicates that workers’ gender functioned contextually. For 
example, “fart jokes” were presented as a gendered genre, but one that she viewed 
positively. Meanwhile, the contrasting emphasis on gender-specific personal care 
reflected a fear of sexual abuse apparent in interviews with parents of both genders, but 
directed specifically at male workers. To this extent, even though male workers were 
highly valued for certain non-intimate functions, the underlying perception appeared to 
be of male workers as potential threats. This is not to say that the response to such a 
threat was automatic exclusion of male workers. Despite her concerns about male 
workers providing Jules’ personal care, Heather viewed feminisation of the workforce 
as “problematic”. This apparent ambiguity is indicative of the complexity of parent 
perspectives, and the importance of avoiding over-simplified interpretations when 
considering gender.   
 
5.5.4 Sole parents: Gender disparities in service availability 
Sole parents typically fulfil aspects of both traditional male and female parenting roles, 
with implications for their relationships with providers. As a sole parent in full-time 
employment, Hugh was both the sole breadwinner and primary parent in the domestic 
sphere. He reported significant stress as a result of balancing his child’s numerous 
appointments. However, in creating his visual map of services, he commented 
particularly on the role of a therapist who appeared to fulfil a very active case co-
ordination role, supporting his interactions with service providers across several 
disciplines and at least two sectors. For the majority of other families in the study, this 
function appeared to be undertaken primarily by mothers; only one other father 
reported receiving a high level of professional service co-ordination. Hugh was clear 
that, should the opportunity arise, he would prefer to return to the traditional male role 
of breadwinner, handing over domestic tasks, albeit to the extent that this would assist 
him, rather than delegating full authority.  
 
110 
 
Hopefully she (mother) … can start having an active part of their life, because 
not only for the kids, it’d help me out a bit as well. It would certainly be nice 
to be able to say, “Look, (child) needs to go to the hospital today, can you, 
since you're not working, do you mind giving a hand.” Yeah (practical help), 
helping out, you know. [Hugh] 
 
The level of formal case co-ordination offered to Hugh was unusual among the parents 
interviewed, although consistent with a gap identified by several parents, particularly 
mothers, who commented on the demands of their own service co-ordination activities. 
This is not to say that such a level of support was out of proportion to the family’s needs. 
Rather, it highlights the absence of an equivalent level of support for many of the other 
families in the study, particularly in those with a sole female parent.  
 
He says he can’t look after her.  He’s insisted on me taking her but I can’t hold 
down a fulltime job while I’m doing that … I was a (senior professional role) 
… I can’t do that any more. [Zara] 
 
Although there is not enough information to make a strong claim, the scenario appears 
to support the “pet rabbit” concept identified by Rose and Bruce (1995, p.127) in the 
context of gendered spousal care of people with dementia, in which male carers were 
accorded acclaim for providing an acceptable standard of care, and offered extra 
support, while provision of such care by women was presumed to be normative.   
 
The pet rabbit conceptualisation was also supported in a comment made by Fiona, 
whose child lived between two households. 
 
When I worked full time when I was single … I had a lot of goodwill from 
people, that could have broken down at any time. Whilst (father) has 
services in place. Yeah. So I think there’s a gender issue there. As a mother 
you are expected to do it. As a father you’re seen as a wonderful person for 
doing it. [Fiona] 
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5.6 Basic theme: Structure 
The theme of “structure” comprises two parts: the built environment, and 
organisational structures. Both of these aspects contribute to creating and maintaining 
boundaries between formal and informal service systems at a macro level, and the 
relationships between parents and providers individually. Both represent opportunities 
and challenges for the enactment of power as these connections are negotiated and 
renegotiated. As many of the interactions between parents and providers occurred in 
the home, references to physical structures included both in-home and out-of-home 
environments. 
 
5.6.1 Physical structures 
Two mothers made specific reference to the stress and alienation they felt when taking 
their children in to appointments in busy, noisy environments.  
 
It's like a rat run, the acoustics there are not settling for any child … it's all 
glass, and it’s echo-y and all you can hear is foreign languages. … Have you 
ever been to the hospital foyers? And the lifts, and it's just people, and 
they're coming at you like arrows. You have to sedate her and put her in a 
wheelchair. [Erica] 
 
Georgie was very noise sensitive, so to be in where they’re banging 
tambourines and lots of kids are screaming and all that kind of thing, it was 
just a disaster. And it was a disaster for Alex as well.  By then, I was better 
educated and I called up and went, “Nup”. [Nerida] 
 
While sensory factors impacted on some children, sometimes exacerbated by their 
cognitive conditions, physical barriers also existed in some places. 
 
Most difficult thing about it is it’s this little portable, demountable building … 
Morgan’s in a huge wheelchair, and it’s just the physical side of it … but the 
people are lovely. [Grace] 
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Although the constraints of the built environment might reflect logistical and financial 
limitations, it could convey a powerful message to families about ownership: 
 
If she was in the room, she’d just scream her head off and that’s because she 
couldn’t see out the window and it was echo-y; so it was their (the agency’s) 
environment. [Olivia]  
 
Environments that were perceived as unwelcoming, if not actively increasing distress, 
were a factor in some parents’ disengagement from services. Noise, bright lights, and 
other physical features of the built environment could have a significant impact on the 
ability to provide care in these settings. However, paying attention to addressing these 
issues could assist in breaking down barriers: 
 
If we took her outside into their garden, she would work really well with 
them. [Olivia] 
 
5.6.2 Organisational structures 
The influence of organisational structures existed both within agencies and between 
personnel from different agencies. Data about organisational structures varied widely. 
At one end of the spectrum, parents noted that organisations created structures and 
hierarchies that worked well with and for them and their children. At the other, distinct 
separations existed in the function as well as the structure of these organisational 
systems.  
 
In constructing an understanding of their place within or outside these organisational 
structures, parents’ narratives reflected both implicit and explicit messages from 
providers. While acknowledging that other perspectives are likely to exist, the absence 
of providers’ views from this research does not diminish the impacts on parents of these 
perceived boundaries. In considering whether she felt included or excluded from her 
child’s care while in hospital, for example, Heather identified diverse attitudes from 
different staff members but noted that, “I certainly felt the head of ICU wanted me to 
know my place.” 
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Megan’s description of her earlier exclusion from the neonatal intensive care unit, prior 
to moving to Australia, highlighted the traumatic impacts that can result when 
providers exclude parents from a child’s care.  
 
I saw her maybe one hour a day for her first 4 months. And that was 
definitely the hardest, it was even, I think it was even harder than the 
pregnancy where we weren't even sure if she would survive. [Megan] 
 
Australia has a multicultural population, and it is important to consider that some 
parents’ perspectives of local service relationships may have been influenced by past 
experiences in other countries and cultures.   
 
Physical presence in formal environments does not automatically result in inclusion. 
Freya reported that she had been told that her own interests were not relevant to a case 
meeting with her daughter’s service providers, and commented that she felt “absolutely 
left out. I feel like I don't matter.” Exclusion was also explicit in the following narrative, 
in which Fiona described her arrival at a hospital Emergency Department after 
receiving an emergency call from her daughter’s day program. 
 
She was 19, 20 [years of age]. But she's … profoundly disabled, non-verbal. 
And I said, “Well actually I’m her mother,” and they said, “Oh, no, it's alright, 
we've got her nurse there.” [Fiona] 
 
This scenario links the theme of structure to the theme of superseded carer as discussed 
in Section 5.2.4 (p.88). Fiona’s portrayal of the hospital staff’s active and explicit refusal 
to allow her access to her hospitalised daughter on the basis that a qualified nurse from 
the day program was present, and was therefore accorded priority, is a telling example 
of the changed role and status of a parent in the eyes of the formal system. Equally 
importantly, it offers an insight into parents’ experiences that inform their changed 
relationships with providers; considered to be superseded, parents can find themselves 
outside structures as well as relationships (in this case literally as well as symbolically) 
resulting, in turn, in parents’ re-conceptualisation of services from allies to adversaries. 
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5.7 Conclusion 
Throughout the interviews, it became evident that the boundaries that parents 
described were neither distinct nor static. As their children aged, health conditions 
progressed, or there were changes in circumstances and environments, the ways that 
parents understood their own relationships with service systems could also be affected. 
In contrast to expectations in professional documentation that maintenance of clear and 
consistent boundaries underpins ethical conduct, however, the data suggested that 
parents could value ambiguous or contextualised boundaries, supporting contextualised 
ethics of care. This dynamic nature of boundaries links with the second organising 
theme, “transition”, which is the focus of Chapter Six. 
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Chapter Six. Organising theme: Transition 
Parents’ perspectives on the boundaries between themselves and service systems, 
described in Chapter Five, featured points of transition that highlighted strengths and 
vulnerabilities in parent-provider relationships. Some of these transitions resulted from 
changes in staffing or funding that were difficult to predict, but many occurred as an 
inbuilt characteristic of wider service systems, such as the structural separation of 
child-focused and adult services in the health, education and disability sectors. Such 
transitions could disrupt long-term established relationships between parents and 
providers, and the data demonstrated that parents managed these changes in diverse 
ways.  
 
In their interviews, parents included retrospective accounts of experiences that had 
influenced their current views. Map creation emerged as a particularly useful tool to 
illustrate transitions; for example, one couple created their map in a chronological 
manner, structuring their interview around phases in their changing relationships with 
service systems over two decades, drawing lines to mark and emphasise the transitions 
between phases (Map A, Appendix M). 
 
Five separate basic themes, reflecting specific types of transition, were organised into 
the more abstract theme of “transition”: geographic relocations, moving from child-
focused to adult health systems, educational transitions, accommodation, and the 
passage of time.   
 
6.1 Basic theme: Geographic relocations  
Four of the parents had lived overseas and interacted with multiple service systems 
there prior to relocating to Australia, either as migrants or returning expatriates. 
Furthermore, seven parents had relocated within Australia during the course of their 
involvement with multiple services: three from non-metropolitan areas to a state capital 
city, and two had moved between interstate cities. The theme of relocation also 
emerged in comments about the impacts of travelling significant distances to services, 
rather than leaving supports in the local community.  
 
116 
 
The need for access to specialist or multiple services underpinned most of these 
decisions. Several parents described feelings of loss and sadness associated with 
moving. For Kimberley, moving closer to services was a choice based on logistical 
considerations, balancing one child’s need for multiple specialist appointments against 
the siblings’ day-to-day needs. 
 
We were living up there and completely and utterly happy. …  But we moved 
back to (city) because we were too far.  We were too far from the hospital. … 
We could see that in a few years when the other guys went to school, that the 
time restriction of being able to drop them at school and then come to (city) 
and do the services and then get back in time to pick them up, it was going to 
be a juggle.  So we deliberately moved house so that we could have an easier 
process doing that stuff. [Kimberley] 
 
Nadia and Mark had also relocated from a remote town to the city for practical reasons, 
but as a result of inflexible employment arrangements throughout their “diagnostic 
odyssey” (Basel & McCarrier, 2017, p.265; Bouwman, Teunissen, Wijburg & Linthorst, 
2010, p.642), rather than by choice.  
 
…that’s why I left (remote town) as well. I loved it. We had a really good time.  
But  … because the closest (paediatric hospital) is in (city), we had to travel 
600km and hospital appointments are not open on weekends so we had to 
travel on week days. And Robbie was a tiny child. People couldn’t see he was 
really a special needs child … They thought, “Oh, so they’re going to (city) 
every month to have fun”… We had to pack up and come back at our own 
cost … They put me on a leave plan because … of Robbie’s sicknesses. [Nadia] 
 
In stark contrast, Ian commented on the crucial role of his long-term employer’s 
support. Flexible work arrangements enabled him to remain employed, meeting his 
housing costs in the face of the additional logistical and financial demands of his care 
role and thereby maintaining stable school and community connections. These 
scenarios illustrate the important roles that wider systems can play in parents facing 
complex challenges, potentially making a difference between maintaining or leaving 
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paid employment with consequences not only for the parents and their children, but 
possibly also for their employers and communities.  
 
Some parents had considered moving but decided to remain in their original locations, 
regularly making return trips involving several hours of travel in order to access 
specialist services. These parents reported that sustained connections with family, local 
community and flexible employment outweighed the disadvantages of frequent long-
distance travel.  
 
We bought a new car maybe 4 years ago. I've just clocked over a hundred 
and eighty thousand kilometres. ... (but) I think I would be distraught at 
having to leave this area because it takes forever, in my opinion, to build that 
network … [Isabelle] 
 
We were builders at the time and (rural town) was where we’d always lived 
and worked. We didn’t know how we’d shift; all our family support, 
everything was here. [Therese] 
 
Rosie, whose family had relocated between state capital cities, had chosen to build a 
network of support that combined services from both cities. Rosie’s social and financial 
circumstances, and the use of telephone and email contact, had enabled her to build a 
formal service system that went beyond the usual geographic limitations. This 
presented both advantages and challenges; on the one hand, exposure to new therapists 
had brought fresh treatment opportunities, but on the other, inconsistencies in clinical 
protocols had led to confusion about how to respond in certain medical emergencies. 
 
Diana, whose adult child’s medical condition had become stable over the course of 
several years, enabling her to reduce the frequency of routine reviews, travelled 
extremely large distances rather than choosing to relocate closer to specialist facilities. 
She described the additional challenges she faced in co-ordinating her child’s services 
remotely, in the absence of local alternatives. 
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I get home, we’re home a week … just to get another appointment … to see 
the neurologist this time. And I’m thinking, “Why can’t they link it all up?” 
And this is crazy. Every time, an air fare for Andi, an air fare for me, 
accommodation down there, taxi vouchers… [Diana] 
 
Despite living in a remote location more than 2,000km from the nearest tertiary-level 
hospital, it appeared that she had not been offered facilities such as videoconferencing 
for follow-up consultations with her child’s specialists. 
 
6.2 Basic theme: Moving from child-focused to adult service systems 
While sector-specific transitions within and between services led to the identification of 
basic themes relating to education, employment and housing (Sections 6.3 and 6.4), the 
transition from paediatric to adult health systems was accorded particular significance 
in many interviews. This was noticeable not only in interviews with parents of adult 
children, but also with those for whom this period had yet to be navigated. Of the 22 
interviews, 14 referred in some way to the move between paediatric and adult services, 
with health being the main sector featured in these references. The data suggested that, 
more than any other transition, moving from paediatric to adult health services 
represented a structurally-determined disruption to established relationships between 
parents and providers, some of which had been developed over many years. For some 
parents, the effects were exacerbated by the scale of change, with multiple relationships 
changing simultaneously, across individual providers, institutions and funding systems. 
Importantly, these transitions were not limited to medical services but include allied 
health services such as nursing, therapeutic services and social work. Additionally, 
children with high-level care needs often access health and education services in 
combination, through hospital-based schooling or in-house therapy services in 
specialist education facilities. 
 
In the paediatric context there is usually agreement that, barring extenuating 
circumstances, parents hold decision-making responsibility for their children. However, 
the data indicated that the transition into adult-focused services was a point at which 
these previously shared assumptions about parents’ roles and responsibilities could 
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diverge, with parents considering the relationship between themselves and their child 
to be unchanged, in contrast to providers’ relegation of parents to a secondary or non-
existent role, akin to the superseded carer of Twigg and Atkin’s (1994) model.    
 
It’s like they're saying, “You can have him for 18 years but then big brother'll 
step in and watch everything that you do for the next however many years.” 
[Felicity] 
 
I don't know why at a certain age, why they bring guardianship in, and then 
the government says, “Right, this is what you should be doing,” when we've 
brought him up no problems. [Rob]   
 
Some descriptions of transition between paediatric and adult health services 
demonstrated either an absence of local transition programs suited to the needs of 
children with complex conditions, or a lack of awareness of their existence.  
 
(When there is) a complex disability, a complex diagnosis, the ideal thing 
would be that you actually have someone from within the system who will 
handhold you through it and who is maybe a social worker and a nurse or 
someone who has got a combination of skills. But I don’t think they have that 
sort of thing, but they should. … Because that can be emotional, that 
transition. [Alan] 
 
Oh, (transition) planning, I tend to be tongue in cheek with planning and say, 
“What transition?” My experience of transition planning has come from me. 
…yeah (I led it). Because no-one else has. [Judy] 
 
So those conversations are all happening at the moment but they’re all 
separate. … I’m the co-ordinator. I’m the multidisciplinary whatever. I’m it. 
There is nothing out there to help. [Yasmine] 
 
Others had experience of formal transition processes in their local services either 
through personal experience or as a result of their employment in the health sector. 
120 
 
Deidre expressed transition planning in terms of powerlessness, a forced exit from a 
familiar service system.   
 
I see it all the time (transition planning)… And I know that, you know, they’re 
trying to get you out by 16 really, with 18 as the cut-off. I don’t like the 
thought of it and it is, for everyone, it’s discomforting. [Deidre] 
 
Adele and Yolanda also described the transition from children’s to adult services as a 
source of fear.  
 
I am terrified about what will happen when Riley’s no longer eligible for 
their (paediatric system) assistance. [Adele] 
 
Scary. You’re going into the Adults (hospital) and Eden would be in a room 
with, like, we had an old lady who was 90. She was a sweet lady. [Yolanda] 
 
Inherent in many of these comments is a construction of service transition in late 
adolescence as an exit, or cessation, rather than a bridge between two different systems. 
The data indicated a predominantly negative view of this phase, characterised by 
feelings of uncertainty, confusion, unfamiliarity and loss of valued relationships with 
paediatric providers. This was not universal, however. For Heather, the experience of 
engagement with adult services had been surprisingly positive. She described a 
planning process spanning at least a year and involving her in planning discussions. 
 
I'd heard dreadful stories about adult services, and I don't know whether 
because Jules is quite stable and whether that probably made it a lot easier? 
... It was just very, very smooth, and very easy. And I found that the services 
in the adult hospital actually seemed superior to (paediatric hospital). 
[Heather] 
 
For some parents, the transition period had featured a lack of clarity, separate to the 
qualitative experiences of either the old or new systems. Ruth, whose son was in 
transition between paediatric and adult health systems at the time of the interview, 
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reported confusion in the hospital administrative processes as he neared the age limit 
for service provision. 
 
This year, we’ve had a bit of “you can’t come anymore,” “you can come,” “you 
can’t come” … We had an appointment with them (but) we got a letter saying, 
“This is the (paediatric hospital), your person is too old” so I showed that to a 
paediatrician and she said, “It’s a glitch in the computer system. We’ve 
already spoken to them about that. It just randomly gets sent out,” because it 
goes by birth dates. [Ruth]  
 
Ruth also drew a distinction between her feelings about the approaches of the different 
providers.  
 
We’ve transitioned with dental already. … We’ve seen the dentist twice 
actually within six weeks. She’s great. I don’t have a problem with the adult 
system. I have a problem (that my child) should have still been under the 
care of the (paediatric hospital) but they’ve passed the buck. He’s got a 
mouthful of dental work that needs doing and now he can’t get done for 
another 6 months because they can’t fit him in. It should have already been 
done this year … so (I’m) a bit cranky about that one. [Ruth] 
 
For Heidi, on the other hand, the lack of a clear-cut transition represented flexibility and 
an opportunity to maintain existing services in some areas, in the absence of suitable 
alternatives. It also represented an option to move from public services to the private 
sector in order to avoid loss of relationships, providing increased choice but at 
additional financial cost. 
 
We probably will continue to access some of the services through 
paediatrics, like the genetic services, because there is no other provider and 
some of them are hanging on to us for a longer period of transition, while we 
settle into adult, with the offer of continuing on in private service. [Heidi] 
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For parents of young children, future engagement with adult services could seem a 
distant concern, due to their child’s young age. However, their approach to planning for 
future housing, employment, social interactions and health care could also symbolise 
parents’ long-term expectations for their child. Although advances in medical science 
were a source of hope for many parents, it is important to consider that some families 
with young children faced a future in which transition to adult services would be 
unlikely, due to the anticipated life-limiting nature of their children’s conditions. 
 
Probably isn't a hell of a lot of that (transition planning) … there probably 
isn't a big emphasis on the adult services, because most of them (children) 
generally don't get to that stage. [Greg] 
 
For others, factors such as lack of a known diagnosis, the rarity of their children’s 
conditions, lack of an older cohort from whom to learn, and rapid developments in 
genetic science, meant anticipating and planning for an unknown future.  
 
We haven't gone as to what we need as an adult, and I think that's also 
because we don’t have that big umbrella term, because we don't know what 
the future holds. [Philippa] 
 
Thus, commencing or avoiding discussions about transition to adult services was 
entwined with the child’s life expectancy. Even when children survived to access adult 
services, transitions could represent defining moments, highlighting the extent of illness 
or disability, with implications for both children and parents as the gap between their 
own lives and the expectations of their peers widened. 
 
I think the hardest part is a lot of them are older, so Jaime looks so young 
being there, that part of it was hard. … When she goes over there (adult 
service), it’s the reality of (pause), you know that she’s not (pause), do you 
know what I’m saying?  It’s sad. [Penny]   
 
The child’s development into adulthood had other subtle effects in a transition for 
parents from being the parent of a “cute” young child to parenting an adult child with 
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disability. This could influence relationships between parents and providers. In 
particular, tensions could develop between a parent and a provider when one took a 
long-term view and the other was focused on responding to current needs.   
 
When they're younger it's fine because they're little, and aren't they cute, 
you know, it's cute. Then all of a sudden they become an adult, well, it's a 
different story isn't it. [Wendy] 
 
She said “Oh, but he's such a lovely boy, he's so cute and he's so lovely.” I'm 
like, “He is, but that's not going to help him when he's 16 and he's not so cute 
any more, or when he's 25 or when he's 36. You know, he needs to be told 
and he needs to learn like every other kid,” because you can't batter (sic) 
your eyelids for the rest of your life. [Trish] 
 
Structural distinctions between paediatric and adult systems are predicated on an 
assumption that such a separation of service systems is appropriate and necessary, 
based perhaps on life cycle models with normative expectations about anatomy and 
physiology, diagnostic groups, therapies, and educational needs. The frequency of 
negativity in parent constructions of paediatric-to-adult transitions, particularly health 
sector transitions, raises the question of whether an alternative approach to service 
provision is required for people with diverse life courses. For the parents in this study, 
the current distinction between paediatric and adult services seemed irrelevant at best, 
and actively unhelpful at worst. 
   
6.3 Basic theme: Transitions in education and employment 
Section 6.2 focused on transitions to adult services, primarily in the context of the 
health sector. A separate but related theme attended to transitions specifically within 
the education and employment sector, and encompassing both supported mainstream 
and specialist systems. 
 
As with the transition from paediatric to adult services, the transition between different 
educational settings served to emphasise points of difference between these children’s 
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health and development, and that of their peers. The changes between education 
settings generally appeared to have less impact on parents’ relationships with service 
providers than was evident in transitions to adult services, but for some parents these 
moments highlighted critical points in the divergence between their parenting and 
caring roles and those of parents with developmentally typical children. While caring 
had previously been seen as a normative function of parenting, even accounting for 
children’s additional needs, this view changed as children grew older. The greater the 
disparity between children’s level of independence and those of their peers, the more 
the focus on parents’ function as carers became evident, to parents themselves as well 
as to others. 
 
In common with transitions in the health sector, such changes in children’s service and 
education settings between early childhood, pre-adolescence/primary school and 
adolescence/secondary school often represented disruptions in established 
relationships between parents and providers. Unfamiliar settings required parents to 
negotiate new relationships, build trust, and learn new processes and terminologies.  
 
Educational choices sometimes drove wider decisions in areas such as location of 
housing, and schooling options for siblings. Greg, anticipating his child’s move from 
primary to secondary school in the mainstream public education system, had chosen to 
remain in the family home to provide continuity of access to school and social networks 
for his children, despite the personal and financial costs this had incurred. This choice 
resulted in long travel times to employment, and modification to the home to 
accommodate his child’s progressive physical impairment. The school move required 
considerable advanced planning as, in common with the home environment, the school 
facilities required modification to accommodate the child’s changing needs.  
 
Geographical boundaries and consideration of siblings’ needs could also affect access 
and choice about school enrolment. As Kimberley noted (p.116), parents may need to 
balance the health needs of one child with their siblings’ educational needs. Where 
supported mainstream schooling was an option for the child with additional support 
needs, the needs of siblings could also influence choices.  
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There's a bit more problems happening there (school), and not so much for 
Cody because he's not sort of, doesn't get involved in that sort of stuff, but 
then (his brother) goes there as well. [Ian] 
 
Even though Rosie’s child was in the early years of supported mainstream primary 
school, she had begun to explore options for disability-specific secondary schooling, 
anticipating that his educational and health support needs would increase during 
adolescence. Having found a school with an excellent reputation, she noted: 
 
The chances of Paddy doing (secondary school certificate) are now, we don't 
think will probably really happen as such, but they do all the academic and 
everything but it's also about learning, so … every single child has to come to 
school on public transport because they need to learn to live in the real 
world … because it's also not just about teaching them the academics, it’s 
about teaching life skills. … So we've already put his name down because it’s, 
you know, really hard to get into, blah blah, but … who knows. Watch this 
space. [Rosie] 
 
Identifying a suitable educational facility for children with additional needs could be a 
complex task in its own right. As Anthea noted, even Special Education providers varied 
in their capacity or interest in supporting particular types of impairment.  
 
(Local Special Education secondary school) currently do not care for high-
needs children.  They’ve got more programs, more able-bodied. Yeah 
(intellectual disability but physically able). There’s a few children with 
wheelchairs but they don’t have high medical needs at their school either. 
[Anthea]  
 
Anthea had educated herself about local options in order to make a decision about her 
child’s future school, and she spoke with knowledge and confidence about the 
characteristics of different organisations. Other parents reported using their advocacy 
skills to identify someone within their education system as an ally, to help them 
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navigate unfamiliar systems. For these parents the narrative tended to focus on their 
relationships with individuals rather than the wider systems. 
 
So we requested the current school assessor to stay and go into the new 
school, stay with those people, give them some kind of a handover, 
familiarisation.  Then the people who are taking over know Joshua.  And the 
Principal said “No, we can’t do it,” but the Director said, “I think that’s a good 
request and I think we can work out something.  Leave me the details, we’ll 
get it done.” [Daniel] 
 
Relationships between parents and staff could have an enduring impact. Speaking of an 
Early Childhood Education program, Pauline stated:  
 
I will honestly be grateful for my lifetime for what they did for Stevie. 
Because that then helped her be ready for school. [Pauline] 
 
Pauline’s comment underscores the relevance of a systems approach to understanding 
parents’ experiences; even if individual services function as if in isolation, the data 
suggested that, from a parent’s perspective, the interaction with one element of the 
system has the potential to influence others into the future. 
 
Two parents lamented the absence of an equivalent focus on formal education beyond 
the school education system. Elspeth noted that her son’s condition and advances in 
treatment had resulted in a greater capacity to learn in adulthood than previously, so 
that his capacity to learn did not match the availability of educational services. As a 
result she had taken on a role as his educator to some extent. 
 
(His seizures) have become better controlled now, so his ability to learn 
seems to be on the increase and it’s really ironic that he has now much better 
ability to learn and yet there’s little out there for him, and little funding to 
support education for adults with disabilities. [Elspeth] 
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Although Freya noted that her adult child technically had access to adult education, she 
was dismissive of this way of describing her daughter’s disability day program.  
 
When they turn 18 or Year 12, they have to do a post-school (education) 
program, and it's just a made-up sort of phrase for a day care centre that 
they can access. [Freya]   
 
The transition to adult services represented a fundamental change not only for the 
young person, but had implications for the way that both parents and providers viewed 
parents’ roles in ongoing health care planning and decision-making.   
 
I said, “Well, I want her to do things like in a routine.” “Oh, we haven't got 
time for all that. And they're adults.” They're adults. And I said, “Well Shae 
isn’t an adult.” “Oh,” she said, “legally she is.” So, they base everything on 
your chronological age, rather than where you’re at. And I was very 
disappointed. And that's where all the trouble started. [Gabrielle] 
 
6.4 Basic theme: Accommodation 
Parents’ reflections on their children’s accommodation changes fell into two categories: 
situations involving temporary (respite) accommodation, and ongoing housing options. 
Within these two categories, data contained discussions about past or current 
transitions in accommodation as well as plans for the future.  
 
6.4.1 Respite 
Perspectives on respite featured in 20 of the 27 interviews. Understandings of the term, 
feelings about respite, and experiences of the use of formal respite programs varied 
enormously, and it is not within the scope of this thesis to explore all of these in depth. 
In this section, attention is paid specifically to parents’ representations of transitions 
into, out of, and between respite options. 
 
The concept of trust featured strongly in parents’ implicit and explicit representations 
of their feelings about respite services. The initial decision to access respite services 
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often appeared to be a source of considerable anxiety, although experiences following 
that were variable. Clara, in looking back at her fears and expectations over several 
years, commented: 
 
Even though I was really worried in the beginning, once you relax a bit and 
say, these things are going to happen, you are going to lose clothes, accidents 
are going to happen, there’s going to be falls, there’s going to be bites from 
other clients, there’s going to be hair pulled, both ways probably. It’s 
something you have to learn to accept that being in respite is not like being 
in your own home, and those things can happen in your own home anyway. 
[Clara] 
 
The reflection above referred to a relationship with regular short-term local respite that 
had been developed over a prolonged period of time. Clara contrasted this experience 
with a different experience at a time of crisis. As a result of lack of more local options at 
the time, residential respite was arranged far from the family home, which eventually 
ended when her daughter became ill and was transported by air ambulance to hospital. 
Clara’s reflections on the two experiences demonstrates the deep ambivalence that use 
of respite can involve.   
 
They didn’t really know why, but were kind of thinking it was stress-related 
… and I thought … I did that to her, by putting her into respite … I had to do it 
for myself but then this is what resulted from it. I felt so dreadful. You can’t 
dwell on those things, because you had to do what you had to do at the time. 
… It gave us the space then to reorganise the family and become a family 
again and, because we were just not functioning. Yeah. [Clara] 
 
The term respite, itself, was a source of ambivalence.  
 
Respite sounds like “I need a break from something that’s so heinous that if I 
don’t get time to breathe I cannot continue.” … I know that’s not what respite 
initially meant, but that’s what it’s come to mean. So we use lots of services 
to give Kirri time away from the family and to give us time away from Kirri 
129 
 
and to allow her to enjoy the opportunity of not hanging around mum and 
dad all the time. And you have to call it “respite” because that’s like “carer”, 
it’s the English-language word that covers that, but I jokingly call it the 
second R word (the first being “retarded”). [Beth] 
 
Adding to the complexity of understanding relationships between parents and respite 
services was considerable variation between respite programs, both in structure and 
accessibility. To some extent, this seemed to reflect state-based funding and service 
models, but some parents reported variations (and apparent inequities) between local 
families with seemingly similar levels of need. Thus, parents sometimes constructed 
their relationships with respite service providers through a comparison of their own 
experiences and those of others. These comparisons illuminated the highly subjective 
nature of some aspects of parent narratives, and the importance of avoiding over-
simplification when seeking to understand them. 
 
We had one of our (condition nickname) mums get on (social media) a 
couple of weeks ago saying, “Oh, I'm so excited I've just had my NDIS meeting 
and I've got 12 days respite” and we all went “Oh, fantastic, is that 12 days a 
month?” “Oh no, 12 days for the year.” I'm already getting 60 days a year. 
[Alison] 
 
For these two mothers, the transition to “12 days of respite” held very different 
meanings. Rather than signifying a fixed value, the access to respite was contingent 
upon factors such as parent expectations which, in turn, were partly based on previous 
levels of access and peer group expectations, all of which could be anticipated to change 
over time.  
 
Over the course of the study’s interview phase, the NDIS implementation commenced in 
a number of trial sites. As their children became potential future participants in the 
scheme, parents were beginning to learn, through formal and informal channels, about 
the implications for their own identities as carers. One area of heated debate in public 
conversations at this time concerned the absence of any apparent funding through the 
NDIS for respite services. With simultaneous individual and systemic transitions, this 
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uncertainty was reflected in parents’ discussions of their relationships with respite 
providers.   
 
Because of the roll-out of the NDIS, it’s very hard to plan now, because what 
you think you want now, those services will be gone in 2 years. [Cathy] 
 
For a parent lacking confidence in written English, the anxiety was exacerbated. 
 
I heard a lot of people say that you have to be very careful of the words that 
you use in the NDIA plan.  If you say “respite”, you won’t get nothing because 
respite is not for the child or the person with special needs.  Respite is for the 
parents who need a break.  So it’s a word game.  I said, “I’m sorry, I have only 
very few sets of English words in my vocabulary and I’m losing my own 
language of my country as well, so don’t ask me to put your fancy words, I 
don’t have that.” [Margaret] 
 
It is important to note that parents’ comments about NDIS-supported access to respite 
were made at a particular point in time, when the NDIS was not yet fully implemented 
across all areas of Australia; at the time, respite and accommodation were especially 
contentious aspects of the program. Thus, the specifics of parent narratives are highly 
contextual and the relevance of certain details can be expected to change significantly. 
However, parents’ constructions of their own roles and of their relationships with 
providers, in the landscape of widespread radical changes in policy and practice, remain 
relevant. It is these, rather than an evaluation of the NDIS itself, that are the focus of this 
research. 
 
6.4.2 Ongoing accommodation 
The public debate about NDIS funding of respite (short-term) accommodation was 
echoed in similar issues about funding responsibilities for long-term housing, and this 
in turn was reflected in parents’ comments about their children’s ongoing 
accommodation options. 
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I'd rather have a group home situation before NDIS comes in because I'll 
never get it with NDIS, I just can't see it happening. [Eva] 
 
With agencies for disabled people (in contrast to residential aged care), they 
don’t die, they don’t have assets. So how do you make money by opening up 
an establishment (for) all these people if you’re not going to get an income 
source? So they have to get your package. The package isn’t that much. So … 
how will (the agencies) survive? [Gabrielle] 
 
Some parents’ personal planning for their child’s transition into adulthood had guided 
major family decisions such as the purchase of residential property. Three families told 
of buying houses or apartments in anticipation of their child’s future accommodation 
needs. One family had bought a property where the elder of their two adult children 
was able to live alone, with some support to manage basic maintenance. They did not 
anticipate that their younger child would manage the same level of independence. 
Another family with a very young child had invested in an apartment with a view to the 
child’s eventual residence either independently or with paid support. The third family 
had bought a property with capacity to provide accommodation to one or two other 
adults with additional needs in addition to their own children (both of whom needed 
assistance to manage all aspects of their daily living). They expressed great frustration 
that, rather than seeing this as an opportunity to work with them to provide 
accommodation options in a non-metropolitan area with few alternatives, lack of 
equivalent innovation in funding had presented barriers. 
 
We've got an appropriate house that's sitting there waiting. We can't even 
get funding from the government because there is no funding for 24 hour 
care. And not only Kerry and Pat, it's proactive thinking because … another 
person or two … that are lower support needs, can easily live there as well. 
Everything's stepless, and good access. [Barbara] 
 
For Carla, a breakdown in her son’s previous supported housing had led her to apply for 
mainstream public housing in his name, in which she lived as part of his household. Her 
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expressed hope was that ultimately she would be able to move out while he remained 
with a sustainable social network for support. 
 
He’s a tenant there, but he’s “the” tenant. … I keep saying it’s Leigh’s home, 
I’ve got a room in there, and in the next few years … I want to recede back 
out and replace me with a flatmate. [Carla] 
 
The options available to families without the resources to purchase properties and 
support (or to provide ongoing informal support through extend family) were limited, 
and although some degree of anxiety about their children’s future was common across 
interviews, these parents expressed particular powerlessness in this aspect. Parents’ 
views about their child’s move into adult accommodation provided insights into both 
their constructions of that sector, and their lived or anticipated experiences of 
negotiating relationships in that context. It also represented a time of transition in their 
own role as parents, particularly in terms of the differences between their own 
children’s options and those of children without additional support needs. 
 
When she went into respite we always came and got her and brought her 
home. When she went into group home, we didn’t go and get her and bring 
her home, and that was the hardest thing for us, and for her. [Brenda] 
 
The concept of what a group home looks like now doesn’t appeal to me. 
Because I want it to be more about her selecting what flatmates she wants to 
hang out with, just as I did at 18, rather than being put in with five other 
people with the same condition. [Deidre] 
 
Supported accommodation was disastrous really. … it started off really well 
for the first 2 or 3 months and then just deteriorated. Jay did not cope well 
with being in a group home. His behaviour really escalated, he started having 
psychosis … so then he's come home. He's come full circle, he's come home. 
[Robyn] 
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Diana also expressed concern about the effects of disability-focused accommodation on 
her child’s health and wellbeing and, like Robyn, had ultimately brought Andi back 
home to live with her. 
 
If you put them together with other people that are struggling … many of 
them adopt each other’s behaviours or work in ways that aren’t normal 
because that’s what they’re being shown. ... So I always plug away at trying to 
get Andi’s life looking as normal as possible. [Diana] 
 
This view appears, at face value, to contrast with Beth’s valuing of a respite program 
that specifically brought her child together with other young people  
 
…who are neurotypical to her. So all of the young people in this service have 
an intellectual disability. … And she takes to them and vice versa. [Beth] 
 
However, the contexts of living together and socialising together are different, and may 
influence the different ways that parents respond to services that bring young people 
into contact with peers outside the family home. This emphasises the importance of 
caution in assuming that service models can be translated into other contexts, and is 
especially important when considering accommodation options, given the potential 
negative impact on every other aspect of a person’s health and wellbeing if they feel 
unsafe or unhappy in their home environment. 
 
Families in rural communities faced an additional disruption when alternative housing 
was required, as accommodation options could be located far from established local 
networks. For Ulrich and Vera, who had also been advised by a provider of supported 
housing that their children were likely to be split up when the parents were no longer 
able to care for them in the family home, the option of supported accommodation in a 
distant town was a source of considerable distress. 
 
Look at (town), way out whoop-whoop, (where) nobody knows them. Scary. 
[Vera] 
About an hour (from local community). [Ulrich] 
134 
 
Yeah. … After the day placement, what's your life there? It's a good hour. 
[Vera] 
Geographically, yeah. [Ulrich] 
It's not just round the corner. But the library, the shops, the shopkeepers, 
everybody in the community… [Vera] 
 
This exchange exemplifies parents’ fears about loss of local connections, particularly in 
isolated communities. It also hints at the challenges faced by both parents and 
organisations who must attempt to build relationships based on trust when confronted 
not only with the unfamiliarity of a new local community, but also with significant 
logistical hurdles in terms of distance and travel times.  
 
6.5 Basic theme: The passage of time 
The previous themes in this section refer to changes specific to service systems and 
sectors but the final theme in this section is less easily defined. It arose from parents’ 
identification of changes that occurred as they and their children aged, often in the 
absence of other triggers (crises or other episodes affecting parent-provider 
relationships). These changes frequently occurred incrementally rather than at an 
identifiable point in time, and were presented as reflections on the past, sometimes with 
the narrative extended into an anticipated future.  
 
Importantly, these retrospective narratives were a source of insight into the dynamic 
nature of relationships between parents and providers in the absence of a longitudinal 
methodology, such as sequential interviews. Although this was in some senses a 
methodological limitation, as these interpretations relied on recollection, it also enabled 
an opportunity to focus on the parent’s interpretation of the change.  
 
One interesting aspect of the ways that parents constructed their changed identities 
over time was the way that they attributed cause, specifically in instances where they 
identified that interaction with services or service providers had led directly to these 
altered self-concepts. Erica, for example, stated that: 
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They've turned my good nature into something horrible, and now they're 
seeing the other side of me. [Erica] 
 
Others talked about positive changes in themselves as a result of their experiences, 
sometimes with ambivalence.  
 
Over the years, you learn that, you learn how to be calm, but I think it's at a 
surface level. [Fiona] 
 
I've got more articulate as I've got older. Being, having Darcy taught me 
assertive skills I didn't know I had. … Before the kids I was a pushover. 
[Heidi] 
 
Now there’s a voice for Joshua, like we ask things. At the beginning I couldn’t 
ask anything of anyone. … So then we started to be feisty. … At the beginning 
I (was) a selfish parent. But I think over time, maybe, I want to be counselling 
and supporting everyone. [Luci] 
 
The changes in self-concept sometimes had implications for parents’ wider lives. While 
several of the parents who participated in the study had a background in a related 
sector, for some parents their first-hand experience with health conditions and/or 
disability had led them to take on related formal roles, either paid or unpaid. Some had 
become active in voluntary roles within the agencies that provided services to their 
children. Others had made career choices to work in health, disability or special needs 
education sectors, including one father who told of obtaining a tertiary qualification in a 
disability-related role, and then working in this area, as a direct result of wishing to 
deepen his understanding of issues faced by his child and others with disability.  
 
Choosing to participate in formal sectors in this way raised questions about the impacts 
of relationships between parents and paid workers when parents held a position in the 
organisational structure. Parents presented this in different ways within their 
narratives. Ursula expressed ambivalence about changes that had occurred within and 
beyond an organisation in which she volunteered. She had been provided with a 
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uniform identifying her as a volunteer worker, but her previous access to the full 
operations of the agency, including data entry, had become limited over time.  
 
I couldn’t say I’m in any way pushed out, but I guess things are changing with 
the bureaucracy and the Privacy Act and whatever … and it’s rightly so.  But I 
guess it makes you feel a bit different in the way things are … (it puts me in) 
a different category.  It’s just the way life is. [Ursula] 
 
Being able to view service responses from the perspective of paid worker as well as 
parent could be empowering, and in some cases also enhanced parents’ empathy for 
workers. 
 
I know what it's like to receive a Ministerial, you know, when I worked for 
the government … and if people complained … you'd get a Ministerial and it's 
horrible, it's, it's not a nice thing to do, but, it basically means that by getting 
a Ministerial you're not doing your job, so you need to be pulled back into 
line [Clara] 
 
I learnt to use my nursing knowledge to help get the most out of the 
circumstances, whatever they may be. [Isabelle] 
 
The experience of parenting a child with additional needs also influenced some parents’ 
critique of the formal sector and its characteristics. 
 
When I was studying it said, “Do not get attached to the clients,” but you 
cannot.  You cannot do that, because the thing is, at home you have a son 
with a disability, and you go in and look after a person with another 
disability … and you try to relate. Your mind keeps thinking, “My son will be 
in that place another day,” so how I would treat my son, I would treat this 
person as well. [Laurie] 
 
With my corporate work, I used to negotiate contracts so I’m quite 
comfortable with doing that; but it’s very different when you’re actually 
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negotiating for you own child, as opposed to a business when it’s just money.  
It’s very different. [Nerida] 
 
Although some parents became increasingly active in sectors related to their child’s 
service providers, others chose to distance themselves. Olga had made an intentional 
move into a new career after her previous child-related employment, finding that the 
difference between the developmental trajectory of her own and other children in her 
workplace was increasingly confronting: 
 
It’s something probably a bit removed from kids too. … I really enjoyed it 
once but now it’s like … I’ve got an older daughter that’s not doing things that 
I’d be teaching these kids to do, and then coming home to her. It’s just, 
(sentence unfinished) [Olga] 
 
For Laurie, the combined stress of caring in both the workplace and the family home 
also eventually resulted in his return to an unrelated sector, following a particularly 
distressing workplace incident.   
 
It took a very big toll on me, especially with the incident, and it was so 
traumatic, and I was thinking, “What if it was Robbie?” [Laurie] 
 
In contrast, the combination of professional skills and personal experience empowered 
Zara as she taught her child’s paid care workers the skills they needed to undertake her 
child’s care, a situation that blurred the boundaries between home and workplace. 
 
I do educate people … I have lot of comfort in working with people and with 
training people and those sorts of things. [Zara] 
 
Several of the families who participated in the study had children affected by 
degenerative conditions and anticipated that their children would possibly pre-decease 
them. For others, however, anticipating future change was a source of great concern.  
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He doesn't have enough advocacy in his life. He has me, but I’m not going to 
be there for ever. [Elspeth] 
 
People like Charlie, you couldn’t put in an old people’s home, because he 
needs 24/7 care. He needs someone with him all the time, he doesn’t follow 
instructions, he’s non-verbal, you know, he doesn't know the difference 
between a hot stove and a cold stove or anything like that, he’s got to be 
watched all the time. It’s really frightening. Really frightening, you know, I 
just don’t know what’s going to happen. [Denise] 
 
And so (lawyer) said, “No, you've got to plan, you've got to plan where they 
go, have everything in place,” and I thought, “Yeah, well, how do you do 
that?” when it's not there for a start. [Judy] 
 
I feel like I’m guilty of giving (Robbie) that (genetic condition). So I want to 
save as much as for him for the future, for Robbie. … I’m just talking in 20 
years’ time when I’m not there. Can he afford it? [Margaret] 
 
It’s building it in that they have in a circle of support, of people that will help 
manage their care and all of that sort of thing, and building that now into the 
plans. These are the things that you’re wanting to do. … and particularly 
when you’ve got two. [Olivia] 
 
Our future is a 100% Shaun. Not that we don't get to live our lives and, we're 
so lucky, he's such a cruisy happy kid, but I do look at our lives and go, will 
we ever get to go “Bye!” … You have the child and your job is to raise that 
child to be an independent person to contribute to society and all the rest of 
it. We don't. We raise Shaun like that, but we don't know if that will be 
possible. [Philippa] 
 
These fears, even when anticipating a future many years distant, were linked not only 
with parents’ self-concepts but with their current relationships with providers, as the 
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quality of relationships in the present could be expected to influence their sense of trust 
in unknown future services.  
 
6.6 Conclusion 
Each of the basic themes discussed in this chapter reflected a particular context for 
change that affected parents’ relationships with providers, their own identities in 
relation to formal service systems, or both. For many parents, transition represented 
loss, often compounding the grief that already existed as a result of their children’s 
conditions. For some parents, their children’s graduation from child-focused programs 
seemed to represent childhood’s simultaneous loss and continuation, as the discrepancy 
between their children’s lives and that of chronological peers become increasingly 
apparent. This also had implications for their own identities and continued 
relationships with service systems. 
  
At the same time, transitions could offer new opportunities. Parents who were able to 
reflect on past transitions and the establishment of new routines and relationships were 
able to identify positive outcomes, such as capacity to balance the educational and 
recreational needs of siblings, reduce travel times to specialist facilities, or access a 
wider range of services. Establishing fresh provider relationships could also enable 
parents to reinvent themselves, as experts and advocates for other families. These 
changes in identity were not only internal or social, but also affected parents’ 
constructions of providers. These outcomes often appeared to take time to emerge, 
however, and the role of continuity in allowing the development of mutual trust and 
respect was evident in such narratives.  
 
Themes of transition were linked with others in the thematic network, including parent 
and provider identities, and the boundaries between service provision and family care. 
The transitions themselves were often complex, particularly when changes such as 
graduation from child-focused to adult-focused services occurred across several sectors 
simultaneously, or when large-scale changes in policy and practice were anticipated 
(such as the implementation of the NDIS).  
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Although individual accounts often focused on concrete details, they also indicated 
subtle and important aspects of the roles of power and complexity that, while often 
present in ongoing interactions, were uncovered at times of change. Chapter Seven 
presents six basic themes that extended these concepts beyond the episodes of 
transition, to build the third organising theme, “enacting power through control and 
resistance.”  
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Chapter Seven. Organising theme: Enacting power 
through control and resistance 
 
The third organising theme, “enacting power through control and resistance” comprises 
six basic themes: flexibility/rigidity; “keeping it all together”; the burden of service 
involvement; information; strategy; and continuity/disruption. In some instances, 
parents talked openly about power in their relationships, while in others, their 
perspectives emerged through the analysis of information ostensibly related to other 
topics. An insight into the role of power in these relationships needs to be grounded in 
an awareness of the ways that parents define themselves, providers, and the boundaries 
that separate them. For the purposes of this thesis, power is understood to be an 
abstract and overarching concept, enacted through mechanisms of resistance and 
control. 
 
7.1 Basic theme: Flexibility-rigidity 
The degree of flexibility offered by providers varied enormously. Parent narratives 
featuring reports of flexibility in interactions with providers were accompanied by 
other indications that parents felt respected and, at least to some extent, in control. 
Conversely, descriptions of rigidity in provider attitudes and processes tended to 
highlight parents’ powerlessness in these situations. 
 
Inflexible agency processes appeared to function as a means of locating and retaining 
control within agencies. Although there were undoubtedly strong logistical reasons for 
doing so, it could be counter-productive both for parents and their children, and for the 
organisations themselves. Freya told of taking her young daughter, Ashlee, whose 
genetic condition was characterised by intellectual disability and autism spectrum 
features, to a hospital outpatient clinic. Despite her request that her daughter’s anxiety 
and behaviour be considered, she had been told they would have to “wait like everyone 
else.” After some time,   
 
… she broke loose and ran up the hallway to some other place and I couldn't 
get her out of that hallway, no-one could get her out of that hallway, and 
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someone rang security. And these big burly guys came down. And I thought, 
"Do they have guns?" … Anyway, they called security on us, because she was 
destroying the ward… Ashlee was making her way to some sort of lift … and 
it was like in the movies, security guys were coming up the hallway right on 
to us and … we escaped! [Freya] 
 
The language that Freya used to narrate this experience tells of fear and powerlessness, 
from the first time she had articulated her concerns about her child’s capacity to 
accommodate the sensory stimulation of the waiting area, through to her own inability 
to manage her child’s behaviour and ultimately “escaping” the “big burly guys” who 
were giving chase.   
 
Less dramatic, but also with serious consequences for a child’s health and future service 
utilisation, was a story of inability to access home-visiting specialised medical 
assessment for a child with very complex and ongoing medical care needs, whose home 
environment had functioned as an Intensive Care Unit for some years. 
 
So what we tend to do is neglect a number of the issues, and last year we 
flagged a number of issues and we were hoping that we could get some 
specialist to come and visit us because we’re only less than 800 metres from 
the hospital, 800 metres or so.  And we were told, “No they don’t do that”. 
[Warwick] 
 
For this child, specialist medical assessment required hospital admission, usually for 
several nights, to accommodate access to the range of specialists that she needed. Not 
only did this expose her to the risk of hospital-acquired infection and involve additional 
financial costs to the health care system, her life support needs also necessitated 
transport in a suitably-equipped road ambulance. As this meant waiting until an 
emergency ambulance was available, it made more precise planning impossible and 
added unnecessary pressure to the emergency service. Despite this, there was no 
flexibility in that state’s public health funding for medical specialists to undertake home 
visits for a person receiving this level of home-based medical care.  
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Pauline recounted a situation in which she had arranged child care in order to attend a 
walk-in service at a government department, and then waited in a queue for an hour 
before being told that the office, located on a busy highway, was closing and she would 
have to return on another day. 
 
My business brain kicked in and I thought, ok, let’s look at what the solution 
can be.  I said, “If I need to come in another day, can I make an appointment 
because I’ll have my son with me and he’ll run onto the road?”  “No.”  “Then if 
we come in, is there an office or something, a little cubicle we can sit in so 
that he’s safe while I’m talking to you?”  “No.”  I said “I’m just needing this 
(department) reference number.  I’m desperate.  My son has a disability.  I 
filled out all the paperwork.  I’m desperate.  Will you please help me?”  “No.” 
[Pauline] 
 
Concepts of flexibility and rigidity occurred along a continuum; parents indicated an 
awareness that some level of procedure was required, and could accommodate this.  
Some parents gave examples of providers who had shown a willingness to be as flexible 
as possible, and this appeared to strengthen other aspects of the relationship, such as 
trust and respect.  
 
The surgery knows me; they will make allowances for Riley.  I can just ring 
and say, “She needs to see somebody now” and they’ll say, “Bring her down, 
we’ll fit her in”.  They’re wonderful. [Adele] 
 
I will ring her paediatrician, and normally he'll even see me in his lunch 
break. He's very, very good. [Jess] 
 
A father who spoke of the diversity of parents’ skills, experience and concerns, 
expressed his frustration at systems’ lack of willingness to accommodate this: 
 
They put us all in the one category which I think's wrong, I think it should be 
handled case by case. [Tom] 
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Although none of the parents in the study had accessed NDIS funds at the time of 
interviews, some had formed initial views about the scheme. Increased flexibility 
featured as a desired characteristic in many of these narratives. 
 
Hopefully, maybe under NDIS there will be less of that “This is what you’ve 
got, this is the services that you get, suck it up,” sort of stuff.  It’ll be, you can 
cater more to your own child’s specific needs, hopefully, which will be nice to 
see. [Brigitte] 
 
The NDIS was also seen by some as an opportunity to exercise control through choice. 
This is consistent with the discourse of the National Disability Insurance Scheme Act 
2013 (Cth.), although it should be remembered that the Act focuses its intent primarily 
on people with disability rather than family members. It may not be justified to assume 
that the goals of parents and children necessarily align.  
 
It’s now going to be parents being able to say, “Look this is what we believe is 
going to be helpful for our children and these are the attitudes we’re looking 
for and this is how you can fit into our plan,” rather than a service provider 
saying, “This is what we’ve got block funding for, you’ve either made the 
grade or you haven’t and accept our terms and be jolly thankful that you 
have anything.” [Nerida] 
 
Gabrielle also foresaw increased choice, and was blunt in expressing the way she 
envisaged that the shift of power would occur: 
 
There's going to be a fight for me, there's going to be a fight out there to win 
me over. They won't, (agency) won't get my services. I told them, I said, "As 
soon as NDIS goes in you're gone." [Gabrielle] 
 
7.2 Basic theme: “Keeping it all together” 
The theme of “keeping it all together” emerged strongly across many of the narratives. 
This theme was defined in terms of parents feeling that they were central to the 
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effective and co-ordinated care of their children, whether by choice or necessity, with 
considerable ambiguity emerging about the power and burden that this involved. On 
one hand, some parents chose and valued this role. For these parents, retaining control 
over the interaction with (and between) providers outweighed the disadvantages of 
relinquishing the role to another person.  
 
(As the mother) you’re the conduit. ... I’m quite private about, I want to know 
who’s sharing information with who, so you know, I may say, “Nup, I don’t 
want you to liaise direct with them.” [Cathy] 
 
I'd say, “We're coming down (to the city) … who else needs to see us?” Or, 
“She needs the surgery, ok, we need to do eyes while she's in the 
anaesthetic?” … So I'd do my own co-ordinating … (otherwise the expectation 
would have been to) come down every month or every two weeks or 
whatever the case may be, and I just wasn't. Yeah. [Isabelle] 
 
On the other hand, the burden could become so great that the parent’s mental and 
physical health, and the cohesion of the family unit, was under threat. 
 
When you’re caring for everyone else you forget about yourself and you have 
to look after yourself so then you’ve got the strength to help everyone else, 
otherwise the family can fall apart. [Anna] 
 
(My recovery) took me ages. Probably took me 3 years to come back from 
the abyss … And I see these young mums now going along the same road that 
I was, and I think, oh, no, they’re going to end up worn out, actually, you 
know, having meltdowns … and so that impacts on the family dynamics. 
[Alison] 
 
The theme also had a gendered aspect: although all of the fathers in the study were 
actively involved in their children’s care, to varying extents, the sense of mothers as the 
“captain at the helm” (Brenda) emerged specifically through mothers’ narratives. There 
was one exception to this trend, a sole-parenting father whose children lived with him 
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full-time, who commented that, “If I'm not organised at home, it just falls to bits.” 
(Hugh). Notably, Hugh made this comment in the context of discussing the professional 
skills that he transferred from his working life to his parenting, so his sense of “keeping 
it all together” can also be interpreted as an extension of his sense of identity, in that his 
organisational skills overlapped both work and home life. The influence of societal 
norms relating to gendered roles at work and at home, as discussed in more detail in 
Section 5.5 (p.103), also provides insight into the meanings that Hugh attributed to his 
central role in both aspects of his life.  
 
Like Hugh, Karen brought professional skills and knowledge to her contact with service 
providers, but with ambivalence. As a consequence of her scientific background, she 
found herself as the primary contact point for interactions between professionals and 
the family, including her partner, and this added to the strain she felt in managing the 
care of two children with complex conditions: 
 
I think my husband, to be honest, he feels as though he is not scientific 
enough to be a participant in that. So then in some ways it's all my 
responsibility as well, you know? [Karen] 
 
Karen’s comment leads into a related theme, that of service involvement as a source of 
additional stress.   
 
7.3 Basic theme: The burden of service involvement 
As discussed in Chapter Three, the concept of carer burden is well-documented. It is 
generally presented in terms of emotional, physical and social burdens that occur as a 
consequence of care tasks and responsibilities. Literature about both carer burden and 
service gaps appears to assume that services are in some way intrinsically supportive. 
Certainly, program-based documents often refer to support as a central tenet of service 
visions and values (see, for example: Disability Trust, 2017; Mission Australia, 2017; 
National Disability Insurance Agency, 2017b).  
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Despite this, there has been little attention paid to the role of service systems as 
burdensome in their own right. Perhaps one reason for this is the dearth of literature 
that seeks to accommodate the diversity of cross-sectoral systems, as opposed to 
evaluations of single sectors, agencies or strategies. By focusing on a limited aspect of 
service interaction, there is little or no methodological capacity to identify, far less 
critique, the burdens parents may face in interacting with broader networks of services. 
Negative experiences of service relationships may then be interpreted as a feature of 
local interactions, program design, or other specified phenomenon, with limited 
opportunity to address these issues conceptually. 
 
Service burdens portrayed through this study fell into two groups: burdens that could 
be quantified, and those that were more qualitative in nature. Quantifiable demands 
generally also had a qualitative consequence, but it did not follow that qualitative 
impacts could be easily quantified; this has implications for parents’ capacity to 
articulate their experiences in a way that is heard, particularly in policy environments. 
 
Quantifiable burdens included the numbers of services that parents had to 
accommodate in their daily lives, and the logistical impacts of multiple appointments, 
cost, distance to services, and the built environment of those services. 
 
You just want to enjoy the time with your child. … (but) you've got to get up 
and you've got to go to this appointment and you've got to do this and you've 
got to do that, you've got to go here and you've got to go there, but then on 
the other hand, if it wasn't for these services I wouldn't be where I am now. 
You know, so it goes both ways. [Katelyn] 
 
It's a hospital-only medicine, you've got to go there to get the script and then 
if you want to wait for it it's usually a 2 to 3 hour wait for it and then you pick 
it and generally they only like to give you 1 month's supply…(so) there's 
another 12 visits a year to the hospital. [Hugh] 
 
They said the only (respite) option that we’ve got is … 3 hours’ drive away. … 
And every 3 weeks we drove up there, the whole family, in the car, 3 hours 
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up there, pick her up, bring her back. … which was one of the hardest things 
we ever did for that whole 12 months, but had to do it, and it actually got the 
family back being a family again. [Clara] 
 
Managing multiple ongoing appointments involved financial costs, such as travel, 
parking, child care for siblings, or loss of wages. The financial cost of care was not 
measured only in terms of economic impact on parents, however, but could also be 
associated with emotional burden. One couple, parents of a child with a degenerative 
condition, told of their distress when advocating for their child to have surgery to 
relieve symptoms: 
 
A person … said, “This is a (terminally) sick child, why do you want to spend 
a dollar on him?” … What’s the reason that we had to spend the money on 
him of doing the surgery or whatever?  What’s the benefit?  So we had to 
argue. [Nadia] 
 
Qualitative burdens included aspects of service provision that directly or indirectly 
impacted on parents’ quality of life.  
 
I'm consumed. And I have been like that for the last month, totally every day, 
consumed, even in my sleep, about services for Remy. [Erica] 
 
Sometimes I feel as though I've just got to co-ordinate so much in my brain 
that I forget, I feel as though I'm in the early stages of Alzheimer’s, you know? 
[Leah] 
 
The negative impact of formal service involvement on parents’ quality of life extended 
to parents’ capacity to maintain paid employment. For example, hospital clinics 
routinely take place during daytime hours from Monday to Friday. These schedules 
reflect the requirements of formal systems rather than the day-to-day routines of 
parents. The unavailability of weekend clinics, for example, made it difficult or 
impossible for parents to maintain full-time work unless shift work and/or other 
workplace flexibility was available. 
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Parents who sacrificed paid employment in order to be available for provider-related 
activities such as transportation and attendance at appointments, completing funding 
applications, and co-ordinating their child’s service networks, in addition to their direct 
care activities, experienced both economic and psychological consequences. 
 
But my nursing, I let the registration go, that was a huge, huge thing for me. 
I'd fought so hard to get my training and then worked for about 15 years in 
the field … we'd probably be driving newer cars and different things like that 
if my income had been maintained. [Judy] 
 
If families want to look after their adult child it means one has to go without 
work to do that, and, or if there's only one parent, and that's what happened 
with me, my choice was either to walk away from Leigh's care, which I knew 
wasn't at all what I wanted, or I had to choose poverty to look after him. 
[Carla] 
 
Ashlee doesn't intend to make you feel like you're wasting your life, but I do, 
I no longer work, I no longer can pursue a career … it just gets to be like I'm 
under house arrest. [Freya] 
 
For parents who had managed to maintain paid employment, this reflected either 
significant flexibility by employers or re-arrangements such as working at home or in 
less demanding jobs than a parent might have aspired to previously. 
 
There's still a lot of appointments. I'm just lucky that I've been at my work 
now for 17 years, so, yeah. In the past I've done the hard work so they're a 
bit more flexible with that sort of thing. I have a good boss, so they help out. 
[Ian] 
 
I (work) when she's having her … sleeps and in between her feeds and I just 
do it down in the bedroom and I don't work a full day, I might do 3 or 4 hours 
and then that's it. [Katelyn] 
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Agency processes could also contribute to parents’ stress. 
 
Getting anything from Centrelink, it's just such a drawn-out process and it 
makes so much more stress for parents who are already in stressful 
situations. [Megan] 
 
They say, you know, you've got to come and see this doctor, and then it's a 
complete waste of time, it's like you've got to explain everything that you did 
2 weeks ago to the guy that you've been seeing for the past 5 years, and it's 
like, why are we here? It's all written down, it's already here. [Greg] 
 
Managing the emotional impact of providers’ attitudes constituted another source of 
stress for some parents.  
 
I saw the same prenatal diagnostician the second time around and … she 
didn't hide the fact that she felt that I shouldn't have had the second (child), 
basically. [Karen] 
 
I was exhausted from being (a), a new mum and then (b), mum of a toddler 
and then this sick toddler on top of that, so I rang the doctors … and said, 
“Look, this is the situation, can she go in to (local hospital)?” and so that was 
arranged, and I had the then acting matron say to me “Don't you think she's 
going to become institutionalised?” But I thought, “If you've got a problem 
you talk to her doctor.” I thought, “Stupid woman”. [Heidi] 
 
Another mother, not confident in spoken English, told of a doctor’s dismissive attitude 
when she talked about the physical demands of caring for her incontinent teenage son, 
and her difficulty in framing a suitable response.  
 
This young doctor … said “How hard is it to change a nappy, my daughter’s 2 
years old, I just put it on … ,” and I was shivering, I couldn’t talk. … The nurse 
who helped me, she said (to say to the doctor), “Oh just imagine your wife is 
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using a nappy and you have to change her every 2 hours.” … So next time I 
went I told him straight away … “Joshua’s next to me, can you see him?” And I 
was so angry. [Luci] 
 
When a child’s condition required paid in-home care work, the burdens of service 
involvement extended into the home environment and family dynamics in a particularly 
active, and potentially intrusive, way. In such situations, families could feel that their 
previously private lives were on constant display; workers witnessed everything from 
basic parenting strategies to disputes between family members.  Diana described some 
workers as being judgmental of her parenting. 
 
I say to them, “You book on, you book off, and I expect you to do that within 
that period, but I'm being here for that period for 32 years, and I never book 
off, you know, I'm always there, so you have to cut me some slack.” [Diana] 
 
For some families, being outside an assumed norm, particularly in the context of very 
rare conditions, resulted in intense interest from professionals. For Clara, this opened 
opportunities to develop stronger service relationships, outweighing the intrusiveness:  
 
Whenever we presented at (children’s hospital) it was like bees round the 
honeypot. “Oh, do you mind if we have an examination?”, “Do you mind if we 
talk to you?”, “Do you mind if we…” I thought, no, because it’s all education. 
[Clara] 
 
However, some parents reported that they eventually limited the extent of their child’s 
service network: 
 
It was really the biggest part of my life and Nicky’s life for a lot of years. He 
was tired of the physical handling of him and I was tired of treating him like 
a science project. [Ingrid] 
 
I work from home, so between trying to work, care for her, new baby coming, 
and then all these services, it just gets too much. [Lara] 
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I just wasn’t really getting anything from them and I just didn’t feel that they 
were – from my personal opinion, they weren’t worth me dealing with. [Zoe] 
 
Another aspect of service involvement that caused problems for some parents was the 
size, diversity, and lack of cohesion of service involvement.  
 
You often feel you’re pulled different ways.  Each special person sees it from 
their point of view and very few people take an overall – well, I guess they 
can’t take an overall view of it. [Vicky] 
 
Part of the challenge as well is that there’s been instances where different 
specialists have had contrary goals for even the same child and then they’ve 
had goals which are incompatible with what’s happening with the other child 
as well. [Pauline] 
 
Big minefield, isn't it, working through it all, it's taken me years and I still get 
confused. So even with Centrelink and all that sort of stuff, that's federal, 
respite's state, nobody's got ownership of one thing. [Wendy] 
 
Complex service systems. They are. Trying to negotiate your way around 
them, nothing’s easy, you fight for what you want. And you quite often don’t 
get what you want, you have to compromise. And what you’re offered isn’t 
always what you need. [Alison] 
 
In contrast, service absence could also be burdensome. Such absences were framed by 
parents not only in terms of lack of availability, but also as an active distancing by 
existing services. 
 
We were left alone in our world to sort out everything. So that includes 
looking after Robbie, his needs, your own needs and looking after a family.  
And being new to the country, it was hard, financially you have be surviving 
as well because one of us has to go and work. [Margaret] 
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For this period really I was left on my own. They saw that I was a competent 
carer, that I had lots of skills to deal with a child with very difficult 
behaviours, he made really good gains, he's really quite able now, but, 
mostly, I've had minimal support. [Sarah] 
 
The burden of service involvement could also be an indirect consequence of the child’s 
condition, rather than attributable to the services per se. Attendance at a children’s 
hospital reinforced and added to the grief Jess felt about her child’s condition. 
 
It breaks my heart every time I go to (paediatric hospital), and you walk 
through there and you never imagine, like before you have a child with a 
condition, how many children are out there and how many parents are going 
through these situations. [Jess] 
 
In this case, the negative impact of attendance at the hospital was not caused by any 
intrinsic characteristic of the hospital beyond its core function (the provision of services 
to people with similarly high levels of need), and yet this does not necessarily mean that 
hospitals, or other similar service sites, are powerless to reduce parents’ distress. On 
the contrary, acknowledgement of the impact that such an environment has on parents 
as well as children, and strategies to either minimise distressing experiences or counter 
these with more positive experiences, are firmly within their remit. Parents who resist 
the emotional distress of service interaction by avoiding such experiences may be 
labelled non-compliant or disengaged, placing the onus on parents to change their 
interaction, and overlooking the underlying responsibilities and opportunities of the 
organisation itself.       
 
7.4 Basic theme: Information 
The basic theme of “information” comprises a number of aspects of the seeking, sharing 
and withholding of information. Woven through the examples that parents gave of each 
of these aspects was an underlying message about the function of information in the 
holding and sharing of power. Organisations’ collaboration with parents in information-
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sharing processes could represent, to the parent, a symbolic sharing of power and 
demonstration of respect.  
 
It’s so much more empowering to have seen what they’re saying, be able to 
look at it.  It’s the little things like that that make a huge difference to your 
experience as a parent. [Olivia] 
 
Hugh identified new information as a symbol of hope in the face of an apparent lack of 
any other cause to be optimistic about his child’s future.  
 
I keep an eye on what the new therapies and things coming out, you know, 
you've always got to have hope, I suppose. [Hugh] 
 
The mechanisms by which information was handled offered insights into parent-
provider relationships. This included the language used to provide information to 
parents, as well as the timing and processes for sharing information.  
 
He just said “I haven’t got time,” just, you know, “I’ll say this once” sort of 
thing.  He was gone.  We didn’t know what he’d said. We didn’t know what it 
was about.  We went back and there was a physiotherapist that we were 
involved with … and she was the one who explained it all to us. [Therese] 
 
I thought we were going to be referred on to speech therapy.  “Your son has 
autism.”  I said, “Well it must be mild then?” and he said “No, it’s not.”  He 
said, “Go away and think about it and come back in about 10 days to 2 
weeks” and that was it.  We were given no information … It’s quite insulting 
to just say to a parent, “Here’s the diagnosis, go away and absorb it”. I mean, 
of course you’re going to have questions and it’s suggesting that you haven’t 
got the intelligence to engage. I know that he had a waiting room full of 
people that were now running late and getting very angry with him.  But it 
would have just been so much better if he had been able to say, “Look I have 
limited time today, but…” [Nerida] 
 
155 
 
It was like, basically, do you want to terminate? No. There you go, ok, you go, 
next patient in. … If you don't terminate your child will be disabled. They 
paint a very gloomy picture, but that's not the reality of life with those needs. 
You know? It's like a very medicalised perspective, not a personal 
perspective at all. [Leah] 
 
(The medical specialist) said to us, “She has ataxic spasticity consistent with 
a mild to moderate cerebral palsy.” … Exactly that, those words. [Brenda] 
 
For Jess, a breakdown in agency procedure meant that she was sent a copy of 
correspondence sent to her referring doctor, with the result that she learned of her 
child’s diagnosis (and anticipated death in childhood) through the mail. In her research 
interview, she described the specialist’s distress on learning of this situation when the 
parents attended their next appointment, and the reversal of roles as she comforted the 
doctor.  
 
Joanna talked about the experience of not knowing the extent of her knowledge gaps; 
this meant that not only did she not know where to go for information, but that she was 
not even sure what information to seek or questions to ask. The absence of a structured 
system to direct her to relevant information contributed to her sense of powerlessness, 
particularly in the phase soon after diagnosis. 
 
It’s like you’re really out there floating on the ocean in the beginning and 
you’ve got no idea what to do or where to go.  I think to have some sort of 
central system (to access information) would be awesome. [Joanna] 
 
The option of online access to information has ramifications for the relationships 
between providers and parents, particularly in the health sector. Access to information 
is generally easier for parents than in the past, when specialist health knowledge was 
often gate-kept by health professionals and even a visit to a local library was unlikely to 
assist in learning about rare conditions. Clara discussed her visits to medical libraries to 
“pore through medical journals,” prior to the availability of the internet, in search of 
information about her child’s rare condition; to avail herself of this option required a 
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certain level of academic education, awareness of the availability of such resources, and 
both the confidence and physical capacity to access them. 
 
Online information for parents was not limited to generic information, but included 
access to personal support via email from overseas professionals with expertise in 
particular conditions, and support and information from peers globally. This was both a 
strength and a challenge: locating global information did not assure relevance in the 
local setting, and yet it opened up opportunities to access specialised expertise not 
available within Australia. Laurie commented that “we have more information from the 
other side of the world than from here.” Olivia, too, sought information globally, but 
noted two limitations: information could be unreliable and, moreover,  
 
often there’s quite scary sort of stories from people, that aren’t going to be 
your experience, but you don’t know that at the time. [Olivia] 
 
When parents were able to locate information unknown to providers, this reinforced 
the identity of parents as experts, with all of the nuances that this conceptualisation 
brought to these relationships, as discussed in Section 5.2.5 (p.90). Some parents 
reported that providers responded positively to the parents’ provision of information, 
while others were apparently less enthusiastic. Megan’s online searches, for example, 
led her to a description of symptoms that matched those of her child, and this ultimately 
led to confirmation of the diagnosis.  
 
I did all the research that I could do, and I was the one who came across the 
diagnosis … So I mentioned it to the doctor, "Do you think it could be this?" 
and they're like, haven't even heard of it, basically. [Megan]  
 
Having professional qualifications in a related field herself, it could be anticipated that 
shared information in this instance might reduce the boundaries between formal and 
informal roles in her relationships with providers, however her description suggests 
otherwise: 
 
I’d never really felt as though I was an active participant in the medical side 
of things with my kids. I felt like the decisions that they made, it was the 
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doctor’s decision, it wasn’t so much let’s discuss options and I have a 
preference and let’s talk and, you know. I definitely resented it. [Megan] 
 
Several parents indicated a concern for the boundaries in their service relationships and 
took care to protect providers’ feelings. By doing so, in some instances, this reinforced 
the imbalance of power and status within the relationship.  
 
I’m like, you know, “I need more information. I've found this, what does it 
mean?” Now of course then they’ve got to navigate between going, “Oh god, 
here we go, we’ve got a Doctor Google parent,” but also providing me with 
the answers I wanted … and I said “Look I’m sorry, you know, I don’t want to 
overstep, it’s just, you know, explain it to me.” [Trish] 
 
Unlike Trish, Yasmine was less concerned about this aspect of her interactions. 
 
There actually have been some doctors where I’ve had to say, “Don’t treat me 
like an idiot, because I’m not.” It doesn’t always help with relationships. 
Sometimes they get offended and I feel like saying, “Get over it.” [Yasmine] 
 
Many descriptions of searching for and sharing information indicated ambivalence, with 
representations of the task as simultaneously empowering and stressful. 
 
I share information and expect them (providers) to share information as 
well. … My expectation in their role is that they’re part of a team and I make 
that clear from the beginning … So much of what I do as a parent is finding 
out what services are available, registering interest, talking to people, 
sharing that information with other families, because so many of us don’t 
know what’s out there.  We don’t know how to approach people, we’re 
exhausted. [Pauline]  
 
The information itself could be overwhelming or contradictory, reinforcing feelings of 
powerlessness.  
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Every time you spoke to someone, someone would tell you something 
different, so then you were just going from one person to another. [Rachel] 
 
Obviously you want to know and you’re relying on journals and 
professionals to tell you what’s going to happen. … You’re bombarded with 
information. … A handbook would be very good, but not having too much 
information, just having the right people. [Xavier] 
 
For some families, the search for information reflected personal characteristics, 
temperament, or role within a couple.  
 
My husband thought that he would find what is the matter … whereas I was 
like, well it doesn’t really matter if they find out. Yes we will know 
something, but that’s not going to change how he is, sort of thing. [Stephanie] 
 
I'm a seeker of information, always have been, that's how I function if I am 
presented with something I don't understand, be it medical, or be it 
whatever, I look up and learn as best I can. [Isabelle] 
 
It often fell to parents to inform friends and family members, even when they were still 
unsure themselves. This had the potential to place parents in a position somewhere 
between their formal and informal networks, as their knowledge separated them from 
their family and social networks but did not equally align them with professional 
systems. 
 
None of it’s easy, but when you’re going in to your family and saying, “Look, 
we’ve just got our diagnosis back and it’s not good,” you know, “Rhaine's only 
going to survive for the next 4 months”… Yeah, it was really hard, like it was 
probably, apart from getting the diagnosis I think it was one of the hardest 
things that I've had to do … People ask me what's wrong with Rhaine, what's 
wrong with her, and I'll just say, “Oh, look, she's not well.” Because otherwise 
you get asked 20 million questions. So I just say “She's not well.” … At one 
stage I didn't even want to go out for a few months, because everywhere you 
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went, you know, people asking me questions, and you’re just like, “Please, 
just let me go shopping.” You know. I know people mean well but… [Lara] 
 
Parents could also find themselves in the position of providing information to service 
providers, due to staff turnover, communication processes within organisations, or the 
knowledge and expertise they had developed themselves over time. 
 
(Professional) even had to ask me at the last visit what medication Taylor’s 
on. And what dosages. … I didn’t feel that it was a fantastic service because 
she should have been able to open up that screen and not even ask me what 
my child was on, she should know. [Jess] 
 
Every time you went to a meeting, there would always be new faces at the 
table, and it’s hard enough living with a child with disabilities let alone 
having to go through it all again, with all new people and all that. [Des] 
 
This was particularly the case for parents in families with two children with high-level 
care needs. 
 
I was more educated (with my second child), I knew what services she 
needed, I was the one saying, “What about this? What about that?” … She was 
around 6 months or 9 months or something, I was like, well, “I think the cleft 
palate surgery needs to happen soon,” and, “I think the doctor's going to ask 
for an MRI so do you think we should do the MRI now so that when he asks 
for it, it's already there?” [Karen] 
 
7.5 Basic theme: Strategy 
In the course of narratives presented during interviews, formal services were 
commonly constructed as adversaries, with descriptions of parents acting strategically 
to achieve their goals in the face of challenges posed by specific individuals, agencies or 
policies. In some instances this was inferred, but in others it was clear that this was a 
160 
 
conscious decision made by parents, with varying levels of discomfort at finding 
themselves acting in this way.  
 
Policies that required parents to present their child’s current or future situation in the 
most negative light featured prominently in these discussions, sometimes quite 
dramatically. 
 
(Father) said “This is ridiculous,” and we were told that you’ll only get 
services in (city) if you’re threatening to kill your kid or drop them off at a 
respite house and never pick them up again. So (father) says, “Give me that 
phone,” and in so many swear words later and in a very, very threatening 
way, he said, “If you don’t get any services for this kid,” he said, “I will not be 
held responsible for what may happen.” … You’ve got to make it sound 
absolutely horrible that, and, the reasons why, and how it impacts on your 
life. [Erica] 
 
Under duress, I felt that if I didn't say, threaten, that (the children) will be 
relinquished, they’ve got you to such a state, I nearly had a nervous 
breakdown didn't I? (to father) ... You shouldn't have to be threatened to 
relinquish. Otherwise they will not even listen. [Barbara] 
 
You shouldn’t have to probably cry or break down, for someone (to help). 
[Olga] 
 
Commencing services with a new agency could also be a time of particular vulnerability, 
while trust and rapport were being developed.  
 
With (agency) I'm just, yeah, still feeling my way. And getting to know them 
and I need to know who has knives in their hands and who doesn't and when 
they speak they speak with barbed tongues and whether they are sincere. 
Just, it's a learning curve. It's a learning curve at the moment, so I'm walking 
cautiously. [Judy] 
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Parents’ decisions to challenge local systems sometimes brought a mix of emotions and 
divided loyalties.  
 
We went right to the Minister’s office over something … and the flood gates 
opened and everything started to work for us. It’s awful because you feel like 
you’re going behind their back and you’re not accepting what the system is 
telling you. [Alan]   
 
In contrast, many parents were unequivocal about their decisions to act strategically.  
 
I have no hesitation in dragging out names if I have to, if it’s going to get me 
somewhere I need to go. [Zara]  
 
I just waited till that person left, and I'd keep on going back, I kept on 
enquiring, it was the squeaky wheel, and eventually they took me on. Or took 
us on. [Heidi] 
 
One mother, who had other family members with health concerns, in addition to two 
children with different conditions requiring multiple service involvement, described the 
difficult decision she faced regarding planning her use of limited respite funds: 
 
I’ve known for the last 2 years that dad could die at any point and so I’ve 
been holding on to our respite (eligibility), so afraid of being without help at 
a point of crisis. … And if you don’t use it, then it looks like you don’t need it. 
[Nerida] 
 
A lack of security and confidence in the retention of funds or access to services was also 
behind parent strategies in how and when they divulged information to providers. 
 
Shannon's bank account's built up a nice little nest egg, ’cause I don't spend 
the money. Someone else said, “Be careful you'll get so much Centrelink'll 
stop the payments.” Well I don't know about that but I haven't asked the 
question. [Isabelle] 
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Other parents viewed their strategic actions as a constructive, rather than defensive or 
adversarial, approach to their engagement with providers. Olivia described the way she 
drew on team-building skills she had developed through her working life, and reflected 
on the positive role this played. 
 
I think it’s the approach of being really positive and saying, always sort of 
building up, “We’ve got the most fantastic team of professionals, isn’t this 
great?  These are the things we’re achieving.  We’ve been able to achieve this 
in this particular area.  How do you think we’ve got this problem?  How do 
you think that we could make some improvements, make an impact? What’s 
your experience?”  Very much encouraging that. Yep (quite intentionally). 
[Olivia] 
 
If you feel that you need, have something to be heard, you go right to the top.  
And if you can’t, again, you go to someone that you can rely on and trust to 
help you to get that message through rather than thinking I don’t know how 
to communicate that message.  You find someone that can help you, an ally to 
help.  That’s one thing. [Warwick] 
 
Sometimes parents’ attempts to challenge rules or status resulted in damaged 
relationships with providers. In this situation, again, parents’ perspectives varied and 
demonstrated their individuality.  
 
(If they get offended) I don’t go back. I’ll find somebody else because as far as 
I am concerned they’re there to work for me, not vice versa. They’re there to 
help Riley live a really good quality of life. They’re not there to tell me what 
to do. If they’re not willing to work in partnership with me, then I can’t be 
bothered with them quite honestly and I’ll go and find somebody else who 
can. Unfortunately, not everybody looks at it that way, and a lot of doctors 
don’t look at it as partnership. It’s amazing the attitude of some of them, it 
really is. That’s why I say to them, I’m not backward in coming forward. 
[Adele] 
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Taking such an approach was not without risks, however. 
 
The problem is if you are outspoken, then you end up – it can work against 
you as well.  All of a sudden the system closes down on you and says, “well 
they’re troublemakers”. [Warwick] 
 
Even in situations of partnership and the achievement of goals, parents’ feelings could 
be complex: 
 
I felt that I had to be so grateful to the person who actually then took me, and 
I was truly grateful because she had compassion.  But I shouldn’t have been 
put in the position where I had to be so grateful. [Pauline] 
 
7.6 Basic theme: Continuity-disruption 
The duration of individual relationships emerged as an important factor both in 
parents’ overall descriptions, and their feelings of empowerment or, conversely, 
powerlessness in these interactions. The connection between duration and quality of 
relationships featured in some way in 22 of the 25 interviews. 
 
I'm so close with them all now, they know how to talk to me. [Katelyn] 
 
…one of the most important relationships that we had for years with Frankie 
and that was a wonderful physio. [Yasmine] 
 
They (palliative care) were wonderful, they were great, had nurses that we 
actually got to know quite well. [Grace] 
 
If you build up that faith … they understand that you’re responsible and they 
will give you that (responsibility), and they respect you more. [Alison] 
 
While long-term relationships could enable the development of mutual trust and 
respect, disrupted relationships between parents and providers, as a consequence of 
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such factors as staff changes, appeared to be equally damaging. This damage potentially 
affected not only the loss of that particular relationship, but parents’ willingness and 
ability to develop trust in future relationships.  
 
The loss of valued relationships with providers also compounded wider losses that 
parents experienced as a consequence of their children’s conditions. 
 
I think our biggest fear is losing facilities that we have got.  Cutbacks in 
funding really are scary. [Ursula] 
 
I miss her (occupational therapist) terribly. [Nerida] 
 
It doesn't (cost) anything in dollars, but it does cost me because the people 
here that do the casework that have done it all the way through, they know 
us, they know the terrain, they know the organisations, they know the 
language. [Vicky] 
 
I have not met anyone else who goes that extra mile like she does.  So if you 
find someone brilliant like that, you have to hold on to them with dear life. 
[Kimberley] 
 
Disruptions in service provision also contributed to parents’ loss of power and 
increased burden through the considerable energy required to build new relationships, 
tell and re-tell stories, and navigate new systems and processes. 
 
You can never get the doctor you want to see, or you can never get the doctor 
who knows Charlie, so then you sit there for half an hour explaining 
everything to them because they don't have time to read his file. … It is 
frustrating. [Denise] 
 
Every time you went to a meeting, there would always be new faces at the 
table and it’s hard enough living with a child with disabilities let alone having 
to go through it all again, with all new people and all that. [Des] 
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It’s like … putting the tape recorder on when I have to do it, because I’ve 
done it for 20 years, writing the same things. [Gabrielle] 
 
The OT and the physio, the speech – all of that. Every quarter or every half a 
year there would be new people. So instead of moving on from what you’ve 
already done previously, they’re still back at square one saying, “Right, what 
have you already done…” so you’re still going through that. And then the next 
thing you’ve found they’ve gone … they’ve been moved to another area … so 
nothing was really, in the end, being achieved. [Penny] 
 
Beyond individual relationships, parents’ views of service systems were also affected by 
continuity within and between service systems. For example, clear communication 
between staff could help to protect, maintain and develop broader parent-provider 
relationships, which in turn influenced parents’ perceptions of quality of care. 
 
(Private speech pathologist) was happy to liaise with (public speech 
pathologist) and bring her up to speed … The government ones turn over 
about every year. You might get 2 years, whereas we’ve had (private speech 
pathologist) for, oh, I don’t know, 5 years at least. Maybe, maybe 7. … She can 
say, “Oh, I know that Sam doesn’t like this”, or “I know that she responds well 
to that”. [Deidre] 
 
Similarly, poor or absent information-sharing at times of service disruption could be 
damaging both to future relationships as well as to current service.    
 
I had so many case managers … that were floating around getting experience, 
and then all of a sudden you ring up and say, “Where’s my case manager?” 
“Oh, she’s left.” Left. Left. Left. Left. Left. … So we've gone 14 months…the 
report was going to be done within 2 to 3 weeks… The behavioural 
management practitioner left after 2 weeks. How happy was I. I hit the roof. I 
said, “I don't care who’s left, died, gone to heaven, whatever. I want that 
report next week. And I want someone to do it. I don't care. I’m sick of the 
excuses.” [Freya] 
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7.7 Conclusion 
Insights into the ways that control is exerted and resisted within parent-provider 
relationships can be found in each of the six basic themes in this group. Such influences 
can be intentional, as in the choice of wording of a funding application in order to 
achieve a particular outcome, or occur as a contextual by-product, such as the 
disempowerment of a parent whose child is cognitively unable to process the 
stimulation in public hospital environments. It can also occur at multiple levels of 
complex systems, from the attitudes of individual practitioners through to policy 
directions that actively assist or, conversely, present barriers to parents’ ability to hold 
or share power in their dealings with providers. 
 
Chapters Five, Six and Seven have presented 16 interconnected themes that underpin 
the organising themes of “boundaries”, “transition” and “enacting power through 
control and resistance”. As with the basic themes, associations exist between these 
organising themes. Parents’ experience of transition across service systems, for 
example, may feature an interplay of control and resistance as new boundaries are 
negotiated. Chapter Eight, then, draws together the three organising themes, and 
explores the way in which they contribute to the global theme of “individual 
(re)negotiation”, using the theoretical lenses of complexity theory and critical feminist 
postmodernism to interpret and discuss the data. 
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Chapter Eight. Global theme: Individual (re)negotiation 
Emerging from the three organising themes of “boundaries”, “transition”, and “enacting 
power through control and resistance”, the global theme of “individual (re)negotiation” 
reflected the uniqueness and diversity of parent narratives, as well as trends that were 
apparent across their varied perspectives. The use of parentheses in the word 
(re)negotiation underscores the dynamic nature of relationships and their potential for 
change. The distinctiveness of individual negotiations was apparent not only between 
different parents, but also between different relationships experienced by the same 
parent. In addition, the establishment of new relationships could occur concurrently 
with the renegotiation of those already in place, often across multiple sectors and in 
shifting contexts.  
 
Chapter Eight describes each of the organising themes and their contributions to the 
emergence of this global theme, and then discusses the concept of individual 
(re)negotiation through the theoretical lenses of complexity theory and critical 
postmodern feminism.     
 
8.1 Organising themes and their interconnections 
8.1.1 Negotiating the boundaries 
As the theme of boundaries was considered, three distinct but related aspects of 
negotiation emerged. It became apparent that parents’ underlying assumptions about 
boundaries were not always congruent with those of formal service systems. It also 
became apparent that parents constructed individual identities, at least in part, through 
a process of negotiation. Founded on these individual identities, negotiation led to the 
formation and revision of the boundaries between and within relationships. 
 
8.1.1.1 Contextualised boundary formation  
The data demonstrated that, in parents’ descriptions of service systems and their own 
identities in relationship to these systems, boundaries were neither distinct nor static. 
This understanding of the delineation between formality and informality challenges the 
position generally held by professions in health, welfare and education. In these 
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professional environments, a modernist view of boundaries understands them to be 
objective, consistent, clear, and fixed (unless a review is decreed in light of significantly 
changed circumstances). Such professional understandings of boundaries are often 
grounded in traditional ethical frameworks, focusing on concepts of autonomy and 
justice. Contact between a social worker and the person designated as “client”, 
“consumer”, “customer” or “citizen” (Ife, 1997, p.56), for example, is mediated by 
professional boundaries in which “friendly” and “a friend” are discrete concepts. For 
many of the parents in this study, no such distinction existed, and lines were not drawn 
between perceptions of friendliness and friendship. 
 
In contrast, basing an ethical framework on the ethics of care redirects the individualist 
focus of traditional ethics, and instead attends to relations between people, and 
between people and environments (Noddings, 2013). Parents’ perspectives about the 
boundaries between themselves and service providers were on the whole more 
consistent with this relational approach. Parent narratives about trust, for example, 
often reflected relationships built up over time, rather than discrete occasions in which 
harm, benefit and individual responsibility could be clearly articulated.    
 
Differences between the ways that parents and providers understand how and where 
boundaries are constituted have the potential to impact significantly on their 
relationships. As described in the basic themes above, such boundaries may exist in 
terms of parent and provider identities, activity, knowledge and gender, as well as the 
physical and organisational boundaries of service providers. The multiple identities 
discussed in Chapter Five help to illustrate this point. Where, for instance, a provider 
conceptualises a parent as superseded but the parent understands their own identity in 
the relationship as co-worker, potential for tension exists, particularly at times of 
decision-making about the planning and implementation of instrumental care. Such 
discrepancies may seem easily overcome through clear and respectful communication, 
but the stories of parents in this study suggest that this is often not the case.      
 
Similarly, boundaries can be navigated and challenged beyond the identities of parents 
and providers. Basic themes of knowledge (knowing) and activity (doing) were closely 
connected with those of identity (being). Parents’ identities as experts in their child’s 
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condition and care were predicated on their knowledge and skills. Parents of children 
with rare conditions frequently know more about their child’s symptoms and 
medications than providers, particularly generalist providers, and become adept at 
performing tasks such as airway suction. This situation challenges the boundaries 
between expert and non-expert, and reverses the usual relationship between providers 
and parents. It was notable that some relationships between medical specialists and 
parents of children with rare conditions appeared, from parents’ descriptions, to be 
more egalitarian than mainstream parent-provider relationships. This emphasises the 
importance of acknowledging complexity and diversity not only between parents, but 
also within professional disciplines and sectors. 
 
Unlike formal, externally-defined boundaries (such as professional Codes of Conduct) 
that value features such as clarity, consistency and transferability across contexts, those 
constructed by parents in this study were contingent on a range of factors. This 
difference in approach has parallels in the contrast between the decontextualized ethics 
of justice and autonomy, and the relational nature of ethics of care. In contrast to 
universal principles of justice and autonomy, applicable on the basis of individual 
human rights that are upheld regardless of context, ethics of care look to contextual 
factors such as responsibilities to care for each other and the environment, to help 
discern ethical actions. Parents’ narratives were similarly concerned with 
characteristics of interpersonal relationships such as trust and respect, and drew on 
diverse factors such as past experiences, local community supports, or the built 
environment, when talking about their relationships with providers.    
 
Differences between formal and informal perspectives on boundaries also became 
evident in the ways that parents used the mapping tool to construct a visual 
representations of service systems. In routine social work practice with families, 
participation in the creation of eco-maps is often guided by social workers. These maps 
vary in format, but have a broadly recognisable appearance in structure and symbolism. 
In the absence of an equivalent process of direction in this research, parents’ maps often 
appeared, at first glance, to be unstructured and even chaotic. Map B, for example 
(Appendix N) appears to contain a large amount of chaotic and disorganised material. 
Such an interpretation fails to account for the process by which this parent approached 
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the creation of her map. Starting at the centre top of the board, she worked in a 
clockwise fashion, simultaneously describing the shifts and developments in the 
family’s circumstances and relationships with providers as different family members’ 
diverse needs ebbed and flowed over many years. Her approach to map creation 
exemplified not only the individuality of parent experiences, but also the individuality 
with which parents approached the process of sharing and interpreting that 
information.  
 
8.1.1.2 Parent identities, personal boundaries, and feeling unbound 
For many of the parents in this study, the additional ongoing care roles were 
accompanied by challenges to their sense of individual identity and the boundaries that 
this entailed. Carla described leaving her career in a human services field to provide 
additional care for her adult child.  
 
After years of working and being, having different roles in life, suddenly I 
was out of the employment sector and I was back to being Leigh’s carer. And 
so it also made me realise how important having lots of valued social roles 
was. … At the moment I'm trying to be Leigh's mum … there are times that I 
have to grit my teeth with support workers and walk away, because I know I 
want to interfere ... [Carla] 
 
Carla’s construction of her input as interference offers a telling insight into the 
complexities of negotiating her role and relationships with Leigh’s support workers. 
Identifying herself as both parent and carer in the family home, these two identities 
assumed different and conflicting relationships with support workers, given her 
professional expertise. The challenge of monitoring her involvement in worker 
supervision recurred in a number of stories she told about concerns for the quality of 
paid care that Leigh received. In each instance, she reflected on the boundaries between 
her professional and maternal responsibilities, an ongoing issue for her as she planned 
for Leigh’s long-term future. 
 
Xena reflected on the experience of negotiating her identity in the months following her 
infant’s diagnosis. As a first-time mother, she was not only learning the basic skills of 
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parenting but was introduced to providers across a large number of service systems and 
contexts, from specialist playgroups to palliative care services. At this time, her sense of 
self, upon which such relationships might be negotiated, appeared to be, if anything, 
unbound. Instead, she referred to herself in terms of role rather than personhood. Over 
several years, this had changed, and later in the interview Xena talked of the confidence 
she had developed in activities including the recruitment, training, and supervision of 
in-home support staff. Although still depicting herself as parent, carer and wife, she 
presented these as integrated parts within an overall sense of self.  
 
Before, definitely I lost myself. I lost Xena. I was more “carer”. But that was 
early years, not now. [Xena] 
 
Erica also talked about a loss of a sense of her former self, but in terms of becoming a 
different person as a direct result of her experiences with providers over many years.  
 
And you feel like you don't have, you're not yourself any more. … They've 
turned my good nature into something horrible, and now they're seeing the 
other side of me. [Erica] 
 
Erica’s interview included sequential stories spanning experiences over several years. 
Although not all early experiences had been positive, her unfolding narrative 
demonstrated a progressive increase in suspicion and hostility, with a revision of her 
own boundaries. In stark contrast to an earlier description, in which she likened a 
worker to a kind grandmother, Erica’s most recent interactions with providers were 
characterised by distress, hostility and aggression, not only on her own part but also 
that of family members and workers. 
 
8.1.1.3 Negotiating boundaries in relationships 
Although providers might consider consistent boundaries as demonstrating equality 
and transparency, parents sometimes experienced this as inflexibility. For example, two 
of the mothers talked of incidents that were associated with organisations’ standard 
queuing procedures and which escalated dramatically when the families’ specific needs 
were not accommodated. Several parents spoke of standard bureaucratic processes in 
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financial and legal areas that failed to take into account their adult children’s particular 
intellectual and communication impairments, such as limiting parents’ access to adult 
children’s financial statements, or requiring adult children’s signed consent on 
documents that had previously been managed by parents.  
 
In some instances, flexibility was closely associated with ambiguous boundaries. Rather 
than viewing this as problematic, some parents valued the ambiguity and used it to 
negotiate relationships that suited their personal preferences. 
 
I had great case managers where I could have a coffee in the street, and say, 
“This is what I need.” We always talked that way. Still maintained a business 
sort of professional sort of thing, but still could be open and talk like a friend. 
[Erica] 
 
Parents also commonly made references to my provider or our funding package (for 
example); this conflation of identity between parent and child was a thread running 
through many interviews. In the contexts of person-centred care or disability-rights 
discourses such a construction might be viewed with concern, but it suggested that, for 
the parents in this study, a hierarchical view of the needs of people with disability and 
those of their parents is overly simplistic. For Gabrielle, the way that her relationship 
with a worker was negotiated was inextricably linked with her daughter’s wellbeing.    
 
It (professional/social relationship) became a little bit mixed, and I like that, 
because then I know that she's comfortable with my daughter and my 
daughter's comfortable with her, and everyone's happy. [Gabrielle] 
 
Despite these references to the benefits of ambiguous boundaries, however, roles and 
responsibilities sometimes needed to be more clearly articulated. This was particularly 
evident for parents of adult children, as their role in medical decision-making on behalf 
of their children was less certain. Lack of clarity about the relationship between 
providers and parents could result in active exclusion of parents from decision-making, 
as Fiona experienced when hospital staff refused her entry to her adult daughter Kim’s 
hospital room, deferring instead to a nurse from Kim’s day program. 
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The distinction between parents and paid workers had other practical implications, 
which became apparent when parents had to develop specialised skills in order to meet 
their children’s medical care needs.   
 
I guess high-level medical care gets problematic. Because we were sent home 
from hospital and we had to do these things, and they trained us, but then I 
guess there’s the blurred boundaries, isn’t there? ... That demarcation … 
(but) the training that I had was quick and dirty. Whilst if someone (paid) is 
doing all that they have session after session after session, and they’re 
supervised because they’re being paid, and there’s risk management and all 
that. For me, it’s just this quick and dirty training … and then we’re just sent 
home. (Grace) 
 
In some cases, agency-imposed boundaries were openly challenged by parents. 
Gabrielle’s interview, for example, included several examples of organisational policies 
and practices that she believed hindered relationships between herself and providers. 
In some instances this increased her feelings of antagonism towards both agencies and 
individual workers. An example was the greeting process on arrival at a day program.  
 
Because of all the trouble in the past, I refuse to go upstairs. So I make them 
do their job. And that is to come and meet and greet Shae and take her up. 
[Gabrielle] 
 
Importantly, parents could report openly hostile relationships with some providers, but 
positive and valued relationships with others. Each parent-provider relationship 
represented a unique interconnection of systems, bringing together personal, family 
and organisational factors such as family and organisational culture, assumptions and 
expectations, policy, and built environments. 
 
I find (agency A) useless, yet it specialises in Kelly’s needs.  But because it’s 
so top heavy in administration and justifications, I find it a useless system. 
But … I have some very, very great respite workers that come from (agency 
B). They’re wonderful. ... They’re energetic about learning about Kelly. [Zoe] 
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Heather described an “inner circle” of providers, but noted differences in participation 
at routine meetings that appeared to reflect the location in which they provided their 
service. Despite daily contact with her child at the day program, the agency was not 
regularly involved in meetings that looked beyond the scope of their program, “whereas 
(nursing service) comes into the home. So there's that added layer of complexity”. The 
nursing service provided service co-ordination in combination with visits to the home. 
This led to a relationship that, while formalised, featured less distinct separation 
between home and service than the day program. 
    
8.1.2 Transitions 
Points of transition, although they could be accompanied by loss and disruption, created 
opportunities to negotiate new relationships. Parents approached transitions in 
individual ways, reflecting both contextual and personal characteristics. For example, 
Isabelle was cautious about a new service environment and wanted time to become 
familiar before she committed herself to an active role. Having returned to Australia 
after living overseas, Olivia talked about her relief at returning to the Australian health 
system, but Leah described feeling overwhelmed in the face of multiple unfamiliar 
services. Trish had built a personalised system of services for her child across interstate 
borders. Brenda expressed frustration at gaps in adult service systems, while Fiona 
expressed surprise that, despite all she had been told, she found adult health and 
disability systems more supportive than the paediatric setting.  
 
Several distinct types of transition, and parents’ responses to these, were discussed in 
Chapter Six. Of the different contexts in which parents experienced transition, the move 
from child-focused services to adult services epitomised many of the aspects of 
individual (re)negotiation that emerged for parents. This particular context is 
elaborated in this section, as it illustrates the complexities presented in parent 
narratives about negotiations in the course of transition in a range of different contexts 
and circumstances. 
 
The end of their children’s teenage years represented a critical point in many parents’ 
lives and relationships as well as those of their children. Data included some parents’ 
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reflections in anticipation of future adult service access, while others reminisced about 
past experiences. Six of the parents were in the throes of negotiating new identities, 
systems and relationships at the time of interview, as their adolescent children moved 
into adult services.  
 
Engagement with adult service systems could serve to emphasise their children’s 
ongoing circumstances.  
 
I don’t think I ever thought, wow, this is for ever. But it will be. [Clara]    
 
At some point around the time of their 18th birthdays, children were faced with 
ineligibility for child-focused services. As children made this transition, their parents 
were similarly confronted with a move from relationships with providers in which they 
had been legally and functionally charged with decision-making on their child’s behalf, 
to a range of settings where their role was often far less clear. The establishment of new 
identities and interaction with unfamiliar providers and systems required parents to 
advocate for their own continued roles, often in a context in which their ability to hold 
power, exert control, or exercise resistance was vastly different to the paediatric 
settings. 
 
I remember the neurologist at (paediatric hospital) used to say to us, “Just 
email me, if you need a medication change, just email me and I’ll say I’ll check 
into it and if I’m happy I’ll say yes and then you can do a little test and if 
you’re happy then I’ll do a formal prescription.” When we went to (adult 
health system), that was just not on. [Xavier] 
 
For parents, individual (re)negotiation in this context was relevant at both personal and 
interpersonal levels. The normative concept of adulthood could be extremely 
ambiguous when applied to their children; as children made physical, emotional and 
social transitions out of childhood, parents themselves faced an equivalent issue. For 
many parents, the prolonged nature of their parenting identity and functions became 
increasingly obvious when compared with parents whose children were leaving home, 
building careers, or starting new families.   
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The reality too for me is like, all my friends, all their kids are getting their 
licences, all the younger ones that are younger than Casey, they’re all out 
doing their – like husband and wife, they’re off doing stuff together and 
they’ve got the freedom, we don’t have that. [Olga] 
 
Parents faced a simultaneous challenge in redefining their relationships with their 
children, as they sought a balance between providing ongoing care activities while also 
respecting their children’s individual experience of emerging adulthood. Alison told of a 
conversation between a mother and son during a group session for people with 
communication impairments, that illustrated this tension for parents. 
 
His mum said, “Oh, good boy!” and he got really upset … “I’m not a boy. I’m a 
man.” And mum went, “… Oh, I’m so sorry, I keep calling you a boy.” [Alison] 
 
For some parents in the study, however, their child’s short life expectancy was such that 
relationships with childhood services were anticipated to cease with the child’s death 
prior to adulthood, and were negotiated on this basis. In this situation, transition to 
adult services appeared to be irrelevant, although some of the older children had defied 
predictions, with the result that the necessity to interact with new service systems had 
occurred unexpectedly. 
 
The doctors were quite negative in the beginning. They basically sent us 
home and said, “Just enjoy the time that you’ve got,” and then we sort of 
realised that Lou had a different agenda to everyone else that was involved. 
[Brigitte] 
 
It's generally in their late teens is basically the life span so, um, so there 
probably isn't a big emphasis on the adult services because most of them 
generally don't get to that stage. [Greg] 
 
Regardless of the duration and quality of transition processes, the change from 
adolescent health and education systems to generic and/or disability-specific adult 
service systems reinforced young adults’ ongoing support needs, the divergence of 
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parents’ current practicalities and future dreams from those of their developmentally 
typical peers and, in some cases, differences between provider and parent assumptions 
about the rights of adult children and the responsibilities of their parents. Each of these 
issues underlined the necessity of (re)negotiating relationships between parents and 
providers. 
 
8.1.3 Power, control and resistance 
An element of power-sharing, no matter how imbalanced or inequitable, is implicit in 
any negotiated relationship; if one party holds all the available power then it follows 
that any apparent redistribution occurs as a result of power being granted, and not as a 
result of the recipient’s agency in negotiating the relationship. This interpretation is 
critical to an analysis of the role of power within parent-provider relationships, as 
parent portrayals of their sense of empowerment may deflect attention from a deeper 
level of inequality between themselves and the providers with whom they interact. This 
is also true at a systemic level; discourses of choice and control are open to challenge as 
empty rhetoric if, for example, choices are substantially limited or resources are 
unavailable. Parents’ narratives demonstrated that it is possible to delegate control, 
while retaining power. An example of this was Anthea’s description of a doctor’s 
invitation to her to question his decisions and discuss alternatives. 
 
He said, “If you have questions about anything or anyone that I’ve referred 
you to, then question me and if you’re not happy then I’ll refer you to 
someone else.” Knowing that you can do that and you have – it’s not power, 
but you have that option is quite a liberating feeling; rather than being forced 
to go to people that you just don’t gel with and you just don’t understand 
what’s going on. [Anthea]   
 
In this instance, the doctor was willing to grant Anthea a degree of control in choosing 
mutually-agreed points of referral, but retained the power to enact or refuse these 
choices, whether or not he would do so. Thus, there can be a perception of 
empowerment, but if there is no accompanying capacity to exert control or effect 
resistance, the sense of empowerment is illusory.  
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Issues of power, control and resistance were apparent in the ways that parents 
constructed their identities and relationships. This was particularly relevant in 
processes of (re)negotiation, where both the possibility and experience of negotiation 
was determined, at least in part, by the dynamics of power within and external to 
individual relationships. This meant that a parent might feel able to negotiate a 
relationship in one setting, but powerless to do so in a different context.  
 
At the moment we’ve negotiated 9% (management cost). Well, we didn’t 
negotiate it, that’s what they told us. [Warwick] 
 
Resistance often occurred when parents felt in some way powerless, although in 
resisting successfully it could be argued that they did indeed hold at least a degree of 
power. The enactment of this power could occur through the use of covert tactics, 
reflecting this sense of powerlessness. Parents who reported the use of such tactics 
often reported feeling deeply uncomfortable about doing so, or even about being 
strategic at all.  
 
Shaming them…(was the only way to get them to respond)…I’m really 
embarrassed that I did that. I am.  I was embarrassed. I was absolutely 
devastated. [Olivia] 
 
You shouldn’t have to probably cry or break down. [Olga] 
 
Parents with longer experience in acting strategically were more confident in, and 
perhaps resigned to, pursuing their goals in strategic ways. These parents might express 
frustration about finding themselves in this situation, but appeared to be far less 
ambivalent or distressed about doing so.  
 
It’s no good going to all the bottom ladder cause there’s about 10 people on 
the bottom ladder before you get to the top. [Vera] 
 
Don’t be afraid to go to the top. If you feel that you need something to be 
heard, you go right to the top. And if you can’t, again, you go to someone that 
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you can rely on and trust to help you to get that message through rather than 
thinking I don’t know how to communicate that message. You find someone 
that can help you, an ally to help. [Warwick] 
 
The power that determines negotiations between individual parents and providers does 
not necessarily lie entirely within the immediate relationship. Powerlessness can be 
experienced through agency protocols, funding availability, or absence of a service type, 
for example.  
 
That (accommodation) arrangement I could see working without (sibling 
carer) getting burnt out, but where does she go? Where are those places? 
They don't exist. [Isabelle] 
 
Mainstream schools cannot cater to kids like Riley.  They cannot cater for 
kids with multiple disabilities, they just can’t.  It doesn’t exist. [Adele] 
 
So I've spent about 3 years fighting for Ashlee to have a group home, 
eventually, to be granted a group home that doesn't exist. I've been granted a 
package with (agency) for services that don't exist. I've been granted a 
package with (agency) for carers to come into my home to look after Ashlee; 
they don't have carers. [Freya] 
 
 
Access to choice was a mechanism through which parents could feel empowered, even if 
they acknowledged that the amount of control they wielded might be limited, as Anthea 
noted when she talked about the impact that her paediatrician had on her outlook by 
encouraging her to ask questions and seek alternatives (p.177). 
 
Similarly, parents’ descriptions of the enactment of power, control, and resistance 
demonstrated multiple perspectives on the intricacies of these relationships. Notably, 
power did not necessarily equate to professional status; indeed, transport services 
emerged as a particular location for overtly power-based narratives.  
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Drivers on the school bus, I mean, your life is ruled by that school bus … They 
seem to have power: “I’m not going to take her.” … One of the best things 
about leaving school is not having to cope with that bus again. [Brenda]  
 
The use of a vocabulary of contested power and powerlessness was striking throughout 
many interviews, with parents using words such as coercion, intimidation, frustration, 
fear, battle and pressure.  
 
If I hadn't have been so stressed and feeling disenfranchised, and had more 
resources, I would have handled it quite differently. [Fiona] 
 
But the taxi service in itself, was quite stressful.  You took a bit of a leap of 
faith and without that, she couldn’t go to school … We were coerced in a way. 
[Alan]  
 
Never feel, what's the word, intimidated, by what professionals might think. 
[Wendy’s advice to other parents] 
 
Eleven of the interviews included the word “fight”, and parents in eight interviews 
referred in some way to a “battle”, in reference to their dealings with providers or wider 
systems. This construction of experiences, with negotiation based on adversarial 
relationships, raises important questions about the ways that parents understand their 
place in service systems and their relationships in that context, possibly even before 
contact is made. Narratives of frustration, in particular, suggested that recurrent 
feelings of helplessness could lead eventually to disengagement from all but the most 
essential access to formal sectors. 
 
If you don’t find your way, then you have these barriers. And even speaking 
to people now, they tend to say, “I just don’t bother.” [Xavier] 
 
Pauline described the impact of participating in a research study that changed her view 
of her relationships with providers. 
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You’re given the diagnosis, you’re desperate to find a service … and the 
question we were all going is, “Can you take them?” and begging. And instead 
it completely flipped it on the head and going, well actually you are the 
customer, and you can ask, “What is your experience?” … It made such a 
difference to empowering me as a parent. [Pauline] 
 
Apparent power sometimes hid an underlying vulnerability, however. As Pauline added: 
 
But I did have to be strong whilst being ever so helpful and polite. [Pauline] 
 
This ambiguity in power and control influenced the negotiations between parents and 
providers, so that parents could find themselves simultaneously offering resources and 
desperate for receipt of a service. 
 
(I went) cap in hand begging, offering to provide so much resources that will 
actually assist their whole environment. [Olivia] 
 
Philippa talked about her feelings when a senior provider supported her in the course of 
her negotiations with a younger colleague. In this instance, her request for an 
intervention was based on her knowledge about her child and his condition, but 
knowledge alone did not result in an ability to influence treatment decisions. Rather, 
she was dependent upon the authority within the providers’ hierarchy.  
 
I don't want to be vindicated, I don't want to be sitting there going “Woo-hoo, 
I'm the winner.” It was like, you should have just done due process, and just 
done as you were asked, in the best interests of your patient. [Philippa] 
 
8.1.4 The interweaving of three themes into one 
These three organising themes are distinct but interactive. For example, children’s 
transition from child-focused services to adult settings in health, education, or disability 
sectors represented a change in boundaries between parents and providers and, 
crucially, a challenge to parents’ previous legally- and socially-sanctioned role in 
relationships between their children and providers. Parents who may have established 
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relationships with a paediatrician (for example) based on trust and mutual respect, 
enabling parents to exercise a degree of autonomy in tasks such as the adjustment of 
medication doses, sometimes found that their role in decision-making in the adult 
health system was unclear, if not openly challenged. As a result, a new process of 
negotiation commenced, influenced by a complex combination of factors including the 
young adult’s capacity to self-advocate (14 of the 18 children aged over 12 years had no 
spoken or written language), the willingness of providers to accommodate parents’ 
input (“I explained myself. And from then on it's been ok.” [Fiona]) and parents’ past 
experiences (“I'd been given a bum steer from doctors so badly … after that I wanted 
him to prove he was worth his mettle.” [Isabelle]). This individual and power-infused 
renegotiation of roles and responsibilities was not limited to the health sector; several 
parents described their frustrations with legal and financial processes that failed to 
accommodate the needs of families when children did not proceed to a typical 
adulthood, particularly when these young people relied on their parents to 
communicate and advocate on their behalf. 
 
Thus, the global theme of individual (re)negotiation contains elements of each of the 
organising themes, drawing them together into a single theme that offers both a 
valorisation of subjective experience and the possibility of positive change. The theme 
contains three conceptual elements: the individuality and diversity of relationships 
between specific parents and providers, the negotiated nature of these relationships, 
and their subsequent renegotiation in changing contexts. These concepts are explored 
in more detail in Section 8.2.  
 
8.2 Concepts within the global theme  
8.2.1 Individuality of parent/provider relationships  
Relationships between parents and individual providers varied widely, influenced by 
factors including (but not limited to) the duration of the relationship, frequency of 
contact, personal characteristics of both parents and providers, and parents’ previous 
experiences. Some narratives indicated a high degree of mutual respect and trust.  
If you build up faith in a two-way street here, if you believe what they’re 
saying and they understand that you’re responsible and … they respect you 
more. [Alison] 
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That night (medical practitioner) just read everything he could find on their 
syndrome and, you know, so I'm like, ok, well I'm happy. [Leah] 
 
I can make a phone call and you talk it through that way, because he knows I 
know, and if I've got an issue I will ring him and work through with it that 
way, and he knows that I can deal with it. [Vera] 
 
Others were suggestive of a relationship built on distance or suspicion, if not outright 
hostility. 
 
The dentist turned on me, and really said that, you know, basically I was an 
irresponsible parent and I should teach my child more and, and control him 
more. [Robyn] 
 
She gave it to one of the subordinates to do. And he's as useless as tits on a 
bull. [Gabrielle] 
 
In addition, many comments demonstrated ambivalence or ambiguity.  
 
He actually confronted me one day … for the most part he was good, I'm just 
talking about, I mean, I make it sound like there was, these are spikes or 
where there was a critical incident, do you know what I mean? [Grace] 
 
You just want to enjoy the time with your child ... but then on the other hand, 
if it wasn’t for these services I wouldn’t be where I am now. You know, so it 
goes both ways. [Katelyn] 
 
I’m very fortunate. You just can never let your guard down that’s all. 
[Therese] 
 
I am just so sick of having people in my life that I don’t really want them but I 
need them. I don’t feel resentment. I don’t feel anger. It’s just this feeling of 
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want to shut doors and just be. But then there’s other times where I really 
enjoy the support that I get. I’m quite happy and relaxed about being a part 
of the systems. [Anthea] 
 
The portrayals of individual parents’ multiple relationships also varied, reinforcing the 
interpretation that negotiations were determined by a number of factors, some of which 
were outside the parents’ control. Despite this, parents could be sensitive to being cast 
as difficult, with negative consequences for themselves and/or their children. Several 
parents talked about the way they imagined providers might view them, which could be 
expected to both reflect and influence the way that they understood these relationships 
themselves. 
 
I don’t want to be too demanding, because I think that’s, you know, that’s 
going to get you off-side to start with. [Brenda] 
 
The problem is if you are outspoken, then you end up – it can work against 
you as well. All of a sudden the system closes down on you and says, “Well 
they’re troublemakers.” [Warwick] 
 
The way I guess then that the services relate to you, you do kind of feel like 
you're a bit of a, oh, you know, like a boy who called wolf kind of thing. 
[Rosie] 
 
This fear led parents to enter new relationships with caution. Providers were not 
universally assumed to be trustworthy, an important consideration for providers 
attempting to engage and build rapport or, in the context of high demand for limited 
services, to fail to actively outreach to families who lack the capacity to self-advocate.  
 
8.2.2 Negotiable relationships: Dynamism, multi-directionality and 
interconnection 
A core concept within the global theme was negotiability, or the capacity for those 
involved to seek a particular type of relationship. This is in contrast to interactions 
based on normative or non-negotiable factors, as might be assumed in a very 
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structured, hierarchical environment. An example of the latter is traditional doctor-
patient relationships that rely heavily on a clear power imbalance based on access to 
specialised knowledge and skill. Parents’ increased use of the Internet, among other 
factors, can present a challenge to hierarchical relationships with providers. Several 
parents told of working in partnership with individual providers to locate information, 
resources and therapies for their children, but such relationships were not universal. 
The interaction between parents and providers in new relationships varied 
dramatically, influencing the capacity to establish and continue negotiations into the 
future. 
 
Heidi and Ursula gave starkly contrasting accounts of initial contact that shaped their 
later interactions. Heidi told of an exchange in which she was invited to become actively 
involved in a new school community. She felt able to state her hesitation in a way that 
left options for an increased engagement in the future. Ursula’s experience with a new 
medical practitioner unfolded very differently.  
 
The new doctor sort of looked at my notes and said, “Can’t read them” and 
tipped them straight into his rubbish bin. So all of that information of when 
the kids were small was gone. It’s history now. Yes. I can visualise him doing 
it now. He just tipped the folder up like that and said, “I can’t read that.” 
[Ursula] 
 
The dynamic nature of relationships, over time, allowed for deeper understanding and 
the revision of previously-established boundaries. 
 
(The doctor) took me seriously. She did.  It was the same doctor that had 
been for my other two pregnancies. We knew each other and she knew I 
wasn’t a worry-wart particularly or prone to getting hysterical about 
anything.  She took me very seriously. [Kimberley] 
 
Some families in rural and regional areas interacted with both local generalist services 
and city-based specialist facilities, sometimes across regional or state borders, and this 
required particularly complex negotiations to ensure access to appropriate and 
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logistically feasible services. Parents who relocated interstate or overseas also faced 
additional challenges in managing multiple connected relationships. As a result, parents 
could find themselves acting as go-betweens. Alternatively, providers’ communication 
with each other (with or without the involvement of parents) might influence parents’ 
ability to build new parent-provider relationships. 
 
Our (overseas) doctors were basically, “Well, no, we’ve made our decisions, 
it’s no use for us to talk to another doctor because it’s not going to change 
our decisions.” [Megan] 
 
Megan went on to describe the response of a medical practitioner with disciplinary 
expertise to her request that he communicate with a specialist who had specific 
experience with her child’s rare condition.  
 
This doctor said to me “Look, our team is worldwide experts on (discipline) 
and we haven't even heard of this guy so why would we talk to him if we're 
experts and he's unknown to us?” And I said, “He's not a (discipline) expert, 
he's a (condition) expert. … And you are not. So that's why you should find it 
valuable to talk to him.” [Megan] 
 
Katelyn, too, described her relationships with two providers: a specialist who had 
expertise but appeared to lack interest, and a local provider who was interested in 
offering support but lacked specific expertise. Katelyn stated that she felt “caught 
between the two.” 
 
As Megan’s and Katelyn’s experiences demonstrate, to characterise relationships as uni-
directional (determined by one participant in the relationship, with the other as passive 
recipient) or even bi-directional (negotiated exclusively between a parent and a 
provider) is to underestimate the complexity of factors shaping these connections. 
Adding to this complexity is the role of other family members, particularly fathers, who 
can remain hidden in terms of routine face-to-face contact between the other parent 
and a provider, but who may engage at points of conflict in a way that not only exerts 
power, but also highlights the limits of power held by their spouse.  
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(Father) says, “Give me that phone,” and in so many swear words later and in 
a very, very threatening way, he said, “If you don't get any services for this 
kid,” he said, “I will not be held responsible for what may happen.” … He was 
aggressive. [Erica] 
 
Neither did specific parent-provider relationships exist in isolation from other 
relationships in that parent’s network of providers. For example, Map B (Appendix N) 
demonstrated highly complex interactions between different relationships within the 
network of providers. These relationships connected service providers accessed by two 
children as well as another family member, and the complexity increased when the 
boundaries between the parent’s professional and family-based identity and roles were 
considered.  
  
8.2.3 Renegotiation and the potential for change 
The intention of this analysis is not to suggest that negotiation and renegotiation of 
relationships necessarily occur as discrete episodes, although this is possible. On the 
contrary, the data indicated that although parent-provider relationships were 
established through an initial process of negotiation, renegotiation occurred 
continuously as circumstances changed over time and as parents’ views of themselves 
and the providers changed.  
 
His paediatrician he had when he was born, which you kind of get assigned 
in the hospital as such, she was lovely … but, you know, there got to a point 
where we're not going anywhere with this, you know, so we had to make the 
decision to … find someone else. [Trish] 
 
A different perspective on parents’ engagement in renegotiation was sometimes evident 
in excerpts of narrative from an individual parent, such as Freya’s contrasting 
narratives of gradually increasing frustration in her interactions with staff of a 
particular program, and differentiation between her relationships with managers and 
support workers in the same program. The distinctions she drew between individuals 
within an organisation highlighted the potential complexity of parents’ perspectives; 
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some of Freya’s statements reflected an overarching view about the organisation, but 
with nuances and contradictions in her interpersonal relationships with individual staff 
members. Part of her negotiations with particular personnel within one agency involved 
strong advocacy for the inclusion of others from the same organisation, such as her 
determination that support workers be included in a meeting with program managers 
about her child’s care. 
 
I said, "I want (the support workers) here. The meeting doesn't go ahead 
without them.” … There was not one person in there initially that knew my 
daughter, from that establishment. They were just going to a meeting. 
[Freya]  
 
The renegotiation of relationships over time was also demonstrated at a broader level 
when comparing the perspectives of parents of very young children and those who had 
been interacting with providers for up to four decades. Clara reflected this in her 
comments about her own progression from initial anxiety to confidence in her dealings 
with a range of providers.  
 
Another fear I had was when she first went into respite, was that they would 
say she was too hard and wouldn’t take her again. … I think your 
expectations can be unrealistic because you really don’t understand what’s 
acceptable and what’s not. [Clara] 
 
The impact of boundaries around and within relationships was an important aspect of 
renegotiation. This was particularly notable in narratives about the development of 
trust and respect over a period of time. These negotiations were usually implicit, as 
parents and providers gradually became familiar with each other’s skills and 
limitations. Occasionally, however, overt challenges allowed renegotiation to occur in a 
more clearly articulated way. An illustration of this was Isabelle’s description of her 
statement to a medical specialist that she did not trust him, on the basis of her past 
experiences with other specialists, and the role that his acceptance and constructive 
response played in the development of a relationship built on mutual respect.  
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Examples of renegotiated relationships demonstrated the potential for change. This is 
an important point, as it contests notions that the qualities of relationship are 
predetermined (through an agency’s standard engagement and assessment processes, 
printed values statements and other agency-initiated tools such as client contracts) or 
that, once established, these remain static. This, in turn, has implications for the ways 
that agencies and individual workers engage with parents. Many of the interviews 
included anecdotes in which parents and providers had either explicitly or implicitly 
redefined their relationship. Jess, for example, commented on her perception of a subtle 
shift in a practitioner’s attitude as circumstances settled following an earlier crisis 
period.   
 
I think at that (crisis) point, she was happy to do it all. But now that Taylor’s 
doing so well, she doesn't believe she needs to see her. … She even had to ask 
me at the last visit what medication she's on. And what dosages. Now to me, I 
was really shocked with that. [Jess] 
 
This experience challenged Jess’s earlier understanding of expertise and power in the 
relationship, emphasising a shift from the provider in favour of her own emerging 
expertise. It influenced her approach to future interactions within this relationship, and 
may also have shaped the way she viewed other relationships and her own identity.  
 
Although agency processes routinely include review and renegotiation of contracts and 
other documentation, parents’ narratives offered no equivalent examples of articulation 
or review of parent-provider relationships, despite the potential for conflict should 
there be a discrepancy in perspectives. 
 
8.3 Individual (re)negotiation through a theoretical lens 
8.3.1 Complexity and individual (re)negotiation 
Cilliers’ (1998) proposed principles of complexity theory, elaborated previously in 
Section 4.1.3 (p.52), were evident in parents’ constructions of their relationships with 
providers.  
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Parents interacted regularly with large, diverse service systems. Map C (Appendix O) 
illustrates the individual providers, across multiple sectors, involved in the care of a 
single child, while Map D (Appendix P) was developed by a parent of two children, 
following her interview, with colour used to denote the different services involved with 
either or both of her children. This map highlights a level of complexity for parents that 
may not be evident when attention is focused on a single child’s service use, or on a 
single sector.  
 
Parents’ constructions of their relationships with providers indicated rich and dynamic 
interactions, which were shaped and reshaped over their duration. For example, the 
narratives of parents of very young children suggested that parents were still building 
their confidence and knowledge base, but parents of older or adult children told stories 
of greater willingness to exert their own authority. Richness, in this analysis, was also 
taken to mean that interactions went beyond superficial exchanges such as the 
scheduling of an appointment. Jess’s description of receiving the diagnosis of her child’s 
terminal illness by mail, and subsequently comforting the provider who “…just fell to 
pieces, she was just so apologetic,” is an example of the multifaceted nature of parents’ 
constructions of their interactions with providers.  
 
The lens of complexity theory also highlighted the multidirectional nature of 
interactions. Many interactions within parent-provider systems were subject to 
influences from multiple directions within the overall system. These sometimes worked 
in opposition to each other, with parents acting as conduits in inter-professional 
interactions. Pauline, for example, talked about the challenges she faced in her 
interactions with specialists who treated her two children’s different health conditions.  
 
There’s been instances where different specialists have had contrary goals 
for even the same child, and then they’ve had goals which are incompatible 
with what’s happening with the other child as well. [Pauline] 
 
Further, changes to one element have potential repercussions in multiple and non-
linear ways within the broader system. For example, the appointment of a new case co-
ordinator might result in revisions to the quantity and quality of communication within 
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systems, and even the inclusion of new services or departure of others. At a theoretical 
level, complexity theory assists an analysis of the widespread impacts of apparently 
simple changes within systems. 
 
The principle of local interactions within systems was also evident in the data. It was 
unusual for providers to routinely interact with other providers beyond their own 
immediate network, and particularly unusual for providers to interact with distant 
levels of systems. Thus, parents often fulfilled a function as the linchpin of such systems, 
channelling information between system elements, a situation most notably apparent in 
the basic theme “keeping it all together”. There were exceptions to this situation, 
however. In an example of local interactions as an allied health agency met to develop a 
protocol for staff responses to Heather’s child’s medical crises, she commented that 
 
He said “We've actually called a meeting … about your family.” No (we 
weren't involved or invited), it was for them. [Heather] 
 
Parents’ preferences about their place in these interactions varied. Fiona, for example, 
indicated that involvement could sometimes feel onerous: 
 
I felt at times very burdened by what they expected of me. They expected an 
awful lot of me. [Fiona] 
 
In contrast, Karen expressed frustration at the limits placed on her participation in 
discussions about her children’s care. 
 
I felt like the decisions that they made, it was the doctor’s decision, it wasn’t 
so much, “Let's discuss options and I have a preference and let’s talk”. I 
definitely resented it and particularly with my (academic) background and 
also my cultural background, I’m like, it’s not right. [Karen] 
 
These contrasting perspectives demonstrate not only the importance of clarifying 
expectations within individual parent-provider relationships, but also the potential for 
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complexity to be increased by either inclusion or exclusion of parents in local 
interactions elsewhere in the wider systems.  
 
Feedback loops, an important aspect of complex systems, were apparent in the ways 
that parents reflected on their interactions with particular providers and adjusted their 
own contributions to the relationship accordingly. An example of this was Philippa’s 
description of her role as conduit of information in a conflictual interaction between 
two medical specialists, which ultimately led her to make explicit decisions about her 
own engagement. 
 
We said, “We’ve seen (specialist) and this is what she wants to try now.” And 
they were like, “Oh my god, she can't give him this medication.” … And we 
had all this argy-bargy going on, it was insane … and I was like, “No. I'm the 
parent, you know?” [Philippa] 
 
The arrival and departure of different providers over a period of time, while 
contributing to disruption and uncertainty, also indicated system openness. The 
conclusion of relationships with primary school staff, early childhood services, and 
paediatric health facilities, led to new relationships in adolescent and adult-focused 
environments. The occurrence of these transitions also indicated an ongoing level of 
disequilibrium within parent-provider systems, but unlike earlier approaches to 
systems theory, complexity theory contests the notion of equilibrium as a goal of 
complex systems. Instead, such systems are understood to exist in a state of continual 
activity, with the systems’ active processes being of primary importance. This approach 
is helpful in interpreting the interplay between multiple elements and processes in 
parents’ lives. It underscores the ongoing disequilibrium as a feature of the system’s 
complexity, with potential for both stress and opportunity, rather than as an aberration.  
 
Further, the concept of history was highly relevant to parents’ constructions of their 
past, present and anticipated future relationships with individual providers. Individual 
relationships developed their own historical narratives over time, as incidents, 
anecdotes and interactions accumulated. Those relationships could also be influenced 
by parents’ histories with similar providers, settings or circumstances. Although not 
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within the scope of this study, it is likely that providers also brought previous histories 
to new relationships with parents.  
 
Histories occurred at a system level, as well as in individual relationships. Visual data 
creation served as a useful means of communicating this nature of parent-provider 
systems in a way that also reflected parents’ individual perspectives. For example, Map 
A grew from one corner in a fan shape that built up a picture of progressive layers, each 
founded on the systems and relationships that had gone before (Appendix M). In 
contrast, Map B (Appendix N) was also created as a chronological history but in a 
circular motion around the board, returning to the point at which the narrative had 
commenced. This approach, accompanied by the spoken narrative, conveyed a sense of 
simultaneous change and continuity. As Robyn noted as she concluded work on her 
map: “Well, it’s still a work in progress, really. It isn’t over yet.” 
 
Finally, the notion that none of the elements in a complex system is fully aware of the 
whole, represents a redeveloped understanding of the whole as it had been understood 
in earlier forms of systems theory. Morin (2008) argued that the concept of a knowable 
whole was reductionist, requiring a paradoxical simplification of the system’s 
complexity. Instead, the complex systems approach pays attention to the multiple 
subjective perspectives within the whole. The focus on parents’ perspectives, 
acknowledging the existence of other perspectives but not requiring their inclusion, was 
congruent with this principle. A complex system theoretical standpoint argues that even 
the inclusion of other perspectives would not result in a capacity to know the whole. At 
best, it would offer a more complex understanding of the whole system, but not a 
complete or objectively accurate one, as the whole is considered to be in constant 
interaction with the elements within it (Morin, 1992). 
 
Parents’ awareness of their lack of understanding of the services that were available, 
and the processes for successfully navigating these, was exacerbated by the shifting 
nature of services and of children’s needs across their life course.  
 
(Allied health professional) helped us organise basically everything because 
you know, you go into these things you don't know anything … what’s 
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available, what isn’t, a lot of the stuff we’re not actually utilising at the 
moment because we don’t need to, but in the future, I guess we will. [Greg] 
 
Nevertheless, a provider’s ability to take a broad view was still valued by parents, and in 
some instances its absence was noted. Parents expressed appreciation for providers 
who showed interest beyond a child’s individual symptoms, and even beyond the 
individual child to the needs of others in the family. 
 
Most specialists don’t understand distance, isolation. They see only the 
problem rather than the person. I think that’s probably one of the difficulties 
is that, and I guess it’s the way people are taught. They see a curved spine, 
it’s a curved spine, it’s not someone who has got all these other problems as 
well. [Vicky] 
 
She’s just great to deal with and talk to. And like not just on sort of about the 
disability part; like you feel like you can talk to her. If something’s worrying 
you or you’re just upset or whatever, you can just talk about other things to 
her. She’s been a really good support with (sibling, university student) with 
what she’s been doing with her course as well, and helping her. [Penny] 
 
Penny’s comment highlights both the immediate impact and the fluid and contextual 
nature of the relationships between parents and providers as elements within a 
complex system. In addition, parents’ constructions of their provider systems 
incorporated the needs and interests of other family members, who were also directly 
or indirectly affected by the additional care needs of individual children. This multi-
layered feature of parent systems exacerbated the complexity of their systems, 
operating as they did within a broader context beyond the local person-centred 
network.  
 
An inability to be fully aware of the whole was evident also in gaps in the visual data. 
None of the parents stated that they considered their maps to be complete 
representations of the service systems with which they interacted. Although parents 
were the single element in each system with connections to all other elements, some 
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maps assumed connections between elements (such as between a school principal and 
teacher) that did not include the parents. The provision of prepared magnets also led to 
discussions about absent or potential future providers, as well as those already present 
in a system. 
 
It’s good to give people the prompts about things like pharmacy and doctors 
and stuff like that because often, for me, the respite agency is the one that’s 
big in your mind and you tend to forget about some of the other little things. 
But the other ones are really, really important. [Yasmine] 
 
I found it really useful to look at what I actually had been using but also 
looking at the things that I hadn’t accessed and maybe could be thinking 
about accessing. [Nerida] 
 
The highly varied nature of the maps reflected the individuality of parents’ service 
systems and their relationships with the elements within these, but as one parent 
observed, the two-dimensionality of the map was still unable to capture the level of 
complexity he wanted to communicate; he suggested that a three-dimensional design 
would have more effectively conveyed the complex interconnections between his 
system elements.  
 
The use of metaphor emerged as a particularly powerful mechanism with which to 
convey complexity. Parents described their relationships with multiple service 
providers using such diverse imagery as brick walls, juggling, and spider webs. 
Metaphors conveyed their experiences beyond the immediacy of individual anecdotes; 
in doing so they offered powerful insights into the dynamism, complexity and 
individuality of parents’ identities and their relationships with providers.  
 
I'd describe it as a scrum. Yes, a rugby scrum. … I think I'm the ball. … but I 
think sometimes I'm the referee … you know, “Stop!” [Denise] 
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I wear floaties. And I blow them up extra high when it's hard going and when 
it's settled down then I let them down again. … So when it's tough going just 
blow them up and just go with it as best you can, keep your nose above 
water. … And if there's a branch, grab it. [Isabelle] 
 
Most services are putting a ladder up and saying, “We want you as someone 
with a disability or a family with a disability to climb the ladder to be 
included in our enabled world” … (but) true inclusion is to climb (down) and 
support and accept them where they’re at. [Nerida] 
 
They’re a bit like my travel bag. It’s always with me. It’s like a go-bag. I have a 
go-bag and in that go-bag are all of these people and services and I carry it 
around with me constantly and I pull out what I need at any given time. 
Sometimes, that go-bag is a suitcase on wheels and sometimes that go-bag is 
a handbag. But it contains who and what I need at any time. Sometimes I feel 
as if all I want to do is chuck it away. I’m a very private person. I don’t like 
having to talk to people about me and about Frankie all the time. I’d love to 
feel normal. [Zara] 
 
One of the most powerful and instructive comments on the identities of both parents 
and providers, and the complex relationships between them, was expressed as an image 
of a spider in a web, drawn with the mapping tools (Appendix Q). Although this image 
could have been interpreted as a depiction of the parent’s entrapment and 
powerlessness, Luci’s explanation of her drawing told a vastly different and more 
nuanced story. She presented the spider as both her family and herself (this ambiguity 
is itself relevant, in the context of individualised services), building the web, gathering 
resources, and repairing disruptions when they occurred. The web of services 
represented, simultaneously, a life-giving resource, and a limitation to freedom of 
movement and choice. Keeping the threads joined added to the spider/parent’s stress 
and workload. Thus, the relationship between parent and providers was at once 
supportive and dynamic, but also a source of stress, requiring constant maintenance 
(often by the parent). This picture presented the parent as a central element within the 
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intricacies of family and provider systems, but significant in-built tensions also existed, 
and power was experienced as a complex balance of agency and limitation. 
 
These metaphors illustrate the complex tensions and ambiguities existing in the 
individual (re)negotiations that parents and providers undertook over the course of 
their relationships, and the inadequacy of service responses based on oversimplified 
understandings of these perspectives. 
 
8.3.2 Critical postmodern feminism and individual (re)negotiation 
The theoretical lens of critical postmodern feminism offered additional insights into the 
construction of parents’ perspectives and the ways that parent-provider relationships 
were negotiated. The data included examples of gender as a factor operating at the local 
levels of individual identity and interpersonal interaction, as well as more broadly 
through societal norms and policy discourses. The research demonstrated the diverse, 
and often nuanced, ways that gender functioned in the relationship negotiations of this 
group of parents. This diversity underscored the importance of individually-negotiated 
relationships; the lens of critical feminism provided a means of identifying and 
challenging gendered power differentials in the negotiation process. 
 
A basic tenet of feminism is that the private is public. Although the distinction between 
private and public gender issues is often based on physical environment (within or 
outside the home), the routine presence of paid workers in the home, and the overlap in 
knowledge and expertise between providers and parents, contested the assumptions 
about what constitutes public and private in the context of these parents’ lives. In this 
section, therefore, the concepts of public and private are explored in terms of 
relationship rather than physical environment. Thus, the private sphere concerns 
relationships between family members, particularly parents, while the public sphere 
involves relationships with people and policies beyond the family group.  
 
Gender was a factor in the ways that parents shaped their individual identities and, 
consequently, their confidence in their own ability to influence parent-provider 
relationships. The gendered aspect of parents’ identities was presented in different 
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ways, sometimes as a parent’s self-image, and at others as a belief about the way he or 
she was viewed by others. 
 
In the beginning, you sort of got the feeling “one of those mums” sort of 
thing, … melodramatic about what was going on. [Brigitte] 
 
I feel they treat all people out there like you're a dumb mother and you don't 
know what you're doing. … They think you are the poor mum sitting at home 
… I could have been a top lawyer …. they don't know what you've done. 
[Gabrielle] 
 
The influence of gender was also apparent within family relationships, concerning 
domestic roles, responsibilities for care tasks and liaison with providers, and 
participation in a paid workforce. The means of negotiating this within relationships 
varied from an unspoken assumption to clearly articulated processes.  
 
I do all the stuff with service providers, finances and all that stuff, because I 
need to know what I've got and what I haven't got, how to use it, where it 
goes, what to do with it if you've got leftover, and what not. I'm at the 
forefront. [Wendy] 
She is. [Victor] 
 
It just kind of organically occurred.  I think primarily because … I was the 
stay at home mum. … Because I did it so many times, it just made sense for 
me to continue doing it. [Ingrid] 
 
It has evolved, but it hasn’t.  It’s been partly conscious, partly evolved. 
[Olivia] 
 
Even when the responsibility for liaising with providers had been openly negotiated 
between parents, the reasoning behind decision-making could be affected by a mix of 
spoken and unspoken factors that reflected both personal preferences and, arguably, 
deeply-held social assumptions about gendered roles.  
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Fred works the hours … to cover more than one wage, and that’s just how it 
had to be.  Even still … I have this thing, I don’t want anyone else to look after 
him in some ways, because you don’t want them to be responsible if 
something happens, like, “I wouldn’t have done that, that wouldn’t have 
happened if I’d done it”. [Stephanie] 
 
Because I worked full time, my wife was doing a lot of this sort of stuff. And 
she … didn't cope very well with it, and so she had to have social workers for 
herself. [Ian] 
 
Early in the piece he probably did come to some (specialist) type of 
appointments. But now, it’s just like, “You look after the child and I’ll go to 
work.” [Ruth] 
 
The withdrawal of fathers from some spheres of their children’s lives actively shifted 
the responsibility for these (often distressing) areas to mothers. The rationale for these 
“choices” within couples appeared to be largely founded on assumptions of caring as 
women’s work, although Stephanie’s reference to wanting to retain responsibility 
reinforces the complex interrelationships between power and burden in this area. 
 
A different perspective on gendered roles arose in an anecdote offered by Eva and Tom. 
They told of hearing about a parent who had killed his child, and Eva commented that 
“he couldn't handle it anymore, because there was no wife involved, you see.” Although 
presenting this story as an explanation of the need for specific community supports for 
men, Eva’s view that the mother’s absence was a critical factor in the event also suggests 
an assumption that female nurturing and care function as a form of protection. 
 
In other families, fathers seemed to be able to withdraw from certain care tasks and 
stressful situations in a way that the mothers in the study apparently did not. Lara 
commented that “he can’t be in the room, he just gets too emotional and walks out. I 
think when you’re a mum you don’t have a choice,” while Leah described her partner as 
“almost uninvolved in the medical side, partly because he has a demanding job, but also 
because he’s like, ‘I don’t understand any of what it is.’” These comments suggest that, 
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although parents’ constructions of their own identities are negotiated at a personal 
level, they also reflect the deep influence of societal expectations about gender roles, 
specifically in parenting.  
  
Asked whether they had noticed any differences in how providers related to parents 
based on their gender, parents often struggled to articulate their views, although their 
difficulty itself offered insights into how deeply-held assumptions can sometimes be.  
 
I can't really say … because he's rarely ever gone to anything at school. He 
just doesn't go. [Heidi] 
 
I don't really know … I don't have any comparison, but I don't think or feel 
that I get treated any differently. [Hugh] 
 
Heidi’s comment illustrates an apparent absence of fathers in routine parent-provider 
interactions. Hugh, in contrast, seemed unaware that the level of support offered to him 
as a sole-parenting father might not be similarly experienced by women. This is 
reminiscent of the pet rabbit metaphor described by Rose and Bruce (1995), 
representing a subtle form of male privilege. To interpret Hugh’s comment in this way is 
not to be critical of his access to such support, but to contrast it with the experiences of 
women in the study who also attempted to balance paid work and sole parenting.    
 
There was also some indication that the gender imbalance in day-to-day interactions 
with providers could work in a mother’s favour, with mothers’ assumed knowledge and 
more visible public involvement going some way towards equalising power imbalances. 
Rosie attributed power differentials within parent-provider relationships to status, 
rather than gender.  
 
There's kind of a little bit more bias I guess, towards the mother, as 
expecting to know more, where Jack (father) is very, very, very hands on in 
the day to day as well. … In the health services … it's not necessarily gender-
based … It's more us and them in terms of, “You’re the parents and we’re the 
doctors.” [Rosie] 
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Rosie’s understanding of a bias towards mothers on the basis of their assumed 
knowledge, however, also reflects a decreased expectation of fathers. This might be 
considered a rather unenviable position for mothers, when considered alongside the 
theme of “keeping it all together” and the additional strain that several mothers 
reported as a result of this. Thus, empowerment and burden might co-exist, and could 
be reinforced by providers as a consequence of the way that they interacted with 
parents.  
  
For parents who held leadership positions, and those who used their workplace skills to 
negotiate their relationships with providers, the impact of gender was also far from 
simple. 
 
Oh, for sure (they respond to me differently as the mother compared to the 
father), and also the fact that I'm on the Board too. [Felicity] 
 
My background as well as kind of smashing through a few glass ceilings for 
women when I was in my corporate life. … Geoff’s very quiet and reserved 
and it’s pretty clear to most service providers that although he and I make 
decisions together, that I’m the one that communicates them.  I’m certainly a 
lot more confident than him in that situation. … I make it clear that he’s very 
much part of the decision making, and so I make sure that they know we’re a 
team, but they do tend to address me. [Pauline] 
 
Almost all of the fathers who participated in interviews were actively involved in the 
personal care of their children at home including, in some instances, personal care of 
adult daughters. One father, whose child required round-the-clock intensive medical 
care, participated equally in a roster of active night shifts, in rotation with the child’s 
mother and paid in-home carers. Another had pursued further study and employment 
in a related field, in order to increase his knowledge not only of practical care, but also 
of associated service systems.  
 
The combination of in-home workers, home-based consultations, and fathers’ active 
involvement in the domestic sphere, resulted in increased interactions between 
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providers and parents within the home. For at least two of the fathers, this was achieved 
through workplace arrangements that enabled paid work from a home office. 
 
I think for us the relationship with our afternoon carers is probably on a par 
now and that’s just because of availability of (Sam’s father). Yes, being 
physically present. [Joanna] 
 
I tend to work more administratively.  Because I’m in the (home) office, so I 
can just pick up the phone and ring. [Xavier] 
 
It is possible that fathers who were less participatory in care roles both within and 
outside the home would also be less interested in research participation on this topic, 
explaining the absence of that perspective in this study. Nevertheless, the activity and 
perspectives of the six fathers interviewed in this research challenged normative 
assumptions about fathering, and illustrated the diverse arrangements made by families 
in these situations.  
 
The role of gender in individual negotiations occurred against a backdrop of wider 
gender-based constructions of care. The visibility of women in care-related activities in 
the public realm, and the implicit messages this conveyed, could serve to subtly exclude 
fathers who might have expressed tentative interest in greater participation.  
 
I think (the hospital is) probably geared up more towards women because 
every time we go … I very rarely see another guy there with his kids, it's 
generally all women. And they have, you know, all their support groups and 
you know, their mothers' groups and tea groups and coffee groups and all 
that sort of stuff. [Hugh] 
 
We had a lady recently from (agency) and she invited Olga to a luncheon. But 
my name wasn’t on as a carer, and she said it was only a matter of ringing up 
and registering as a carer. I didn’t do it. [Ben] 
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Traditional western understandings of gendered behaviour were also evident in 
parents’ responses to program initiatives designed to offer support.   
 
We have mums’ “dos” and we have dads’ “dos”, where they play golf or they, 
you know, do whatever they do, I don’t know, go fishing, or whatever. 
[Brenda] 
 
I really didn't need those people sort of coming around and talking to me and 
getting all emotional and I really didn't need that sort of stuff. … (Cody) does 
see a psychologist at the hospital … just so he can talk to them … (but) he's a 
bit more like his father, doesn't sort of go in for that sort of stuff. [Ian] 
 
Three couples commented specifically about the bureaucratic requirement for parents 
to designate a primary carer, which they felt did not acknowledge their equal 
participation in their child’s care and, consequently, in building relationships with 
providers. 
 
It's sad that you have to have a primary carer, you know, anything to do with 
Centrelink you have to be the primary carer and that's really sad. [Eva] 
 
Although not stated overtly in interviews, it is possible that this conceptualisation of a 
primary carer, taken together with Hugh’s and Ben’s reports of subtle exclusion and 
Rosie’s observation of providers’ differing expectations of mothers and fathers (p.201), 
could serve as a further disincentive to fathers to participate equally in day-to-day 
relationships with providers. 
 
Gender disparities in pay and status appeared to play a role in determining whether 
mothers or fathers took a primary role in negotiations with providers; fathers’ generally 
higher earnings and/or greater career prospects were a factor in the decision for 
mothers to take up the primary care role, often at the cost of their own career 
aspirations. Although the comments in this research reflect the circumstances of specific 
families, they carry additional weight when considered in the context of gender 
disparities in paid workforces, as discussed in Chapter Three.  
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My husband had a really high-powered job that took a lot of his energy and a 
lot of his time and he was on call a lot, and so yeah, my job was to keep 
everything running. [Clara] 
 
This position was exacerbated for sole parents without access to additional support 
systems, and further complicated by differences in levels of support offered to mothers 
as opposed to fathers. 
 
I can’t commit to a full-time job with an employer; and I find that really, 
really upsetting.  I’m now earning $50,000 a year as opposed to $120,000 a 
year trying to look after a home and a child with special needs.  But I made 
the choice … I said I want her in my life and if her in my life is going to be 
with me as a full-time carer, so be it. [Zara] 
 
I had to resign from work. (I was looking for) someone to care for him, 
because I was working. I’m the only person earning money through this. … I 
couldn’t leave him home by himself … all along here I’ve not been eligible for 
any respite. Ok? I'm going to put that down because that’s important. [Sarah] 
 
I work full-time, I need to work full-time to pay for the mortgage … 
(Occupational therapist) put me in touch with some other service (to co-
ordinate appointments) … So that’s been sorted out a bit, now … I have a 
good boss, so they help out. [Ian] 
 
The perpetuation of traditional gendered roles does not, in itself, indicate gender-based 
oppression; inequity occurs, however, when individuals are unable to choose a 
preferred alternative, or are unaware that such choices might exist because of 
entrenched normative expectations of both women and men. The research 
demonstrated subtleties in the ways that power was enacted in environments in which 
care continues to be understood as primarily women’s work. Women in this research 
enacted power through their knowledge and expertise, their status as mothers, and 
sometimes concurrently in formal management roles. This could result in the silencing 
or disempowering of fathers. Yet this oversimplifies the fluid nature of power in these 
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contexts, as fathers commonly shifted into a more active and powerful role in times of 
conflict with providers. 
 
Gender played a crucial, but often very subtle, role in individual parents’ identities and 
in their relationships with providers. Parent narratives challenged oversimplified 
understandings of gender as it influenced parenting, care, and service provision, and 
demonstrated a complex interplay between the influence of gender in the public and 
private domains in the context of care for children with high-level care needs. This was 
possibly more evident than in families experiencing typical life-courses. The blurring of 
boundaries between public and private contexts of care opened up opportunities for 
renegotiations of power, and supported more co-relational and co-productive 
approaches.   
 
8.4 Conclusion 
This chapter demonstrated the development of a global theme, the ongoing individual 
negotiations of relationships between parents and providers, through the interactions 
between the three organising themes of boundaries, transitions and the exercise of 
power in relationships through control and resistance. It went on to explore this theme 
through the theoretical lenses of complexity theory and critical postmodern feminism, 
demonstrating the insights that these approaches contributed towards a richer 
understanding of the nuances contained within parents’ perspectives which, despite 
diversity and ambivalence, contained important information relevant to the way that 
future relationships might be shaped between parents and the services with which they 
interact. 
 
Chapter Nine returns to the research questions, considering them in the light of the 
study’s findings. The chapter then presents a discussion of the significance of the study, 
its limitations, and the wider implications of the findings. This discussion is followed by 
a reflection on the experience of undertaking the project.  
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Chapter Nine. Discussion and conclusion 
This study has explored the experiences of a small, largely under-represented group of 
parents providing types of care for their children that extend beyond normative 
understandings of parenting relationships. The study brings to the fore previously 
unacknowledged aspects of their experiences through the lens of complexity theory and 
critical postmodern feminism. The findings advance the limited knowledge that exists 
about parents’ perspectives on their relationships with service providers across a range 
of settings, and suggest that there is a fundamental discord between the 
developmentally normative paradigms of service systems and the diverse experiences 
of parents whose children require ongoing high-level care. An alternative approach to 
understanding the relationships of parent carers and service providers has emerged, 
conceptualised through a life course approach to experiences and a co-production 
relationship with service systems. This approach is based not only on the needs of the 
parents and children in these circumstances but is also informed by a rights based 
perspective where service providers and systems reposition their responses to more 
effectively partner with parents in collaborative engagement in care relationships.  
 
This final chapter is divided into three sections. The first section responds to the 
research questions in light of the findings considered in Chapters Five to Eight. The 
second section discusses the significance of the study and its limitations. The final 
section addresses the implications of the research for policy, practice, research, and 
education across multiple sectors, and concludes with a personal reflection on the 
experience of conducting this research.  
 
9.1 Parents’ perspectives: Towards a deeper understanding 
The research explored the ways that parents understood their relationships with 
complex service systems, with attention to their own identities as parents and carers 
within and outside these systems, the characteristics of effective relationships, and their 
conceptualisations of complexity itself.   
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Parents’ strengths, needs, preferences and concerns were diverse, and their narratives 
featured tensions arising from a complex interconnection of factors within and beyond 
their immediate interactions with providers. The meanings they gave to their 
experiences highlighted their dynamic and contextual nature, shifting and adapting over 
time and according to circumstance. The narratives shared throughout this study 
underlined the value that parents placed on those services that were able to respond to 
their individual situations, not only to support them but also to work co-operatively and 
collaboratively, incorporating parents’ expertise and strengths towards the co-
production of care and services for their children.  
 
The research also illustrated that parents’ interpretations of concepts such as 
boundaries, inclusion, participation, and of their own roles in their children’s care, 
particularly once their children had attained the age of 18 years, could vary significantly 
from those assumed by service providers. In contrast to the clear and consistent 
professional boundaries that organisations commonly require staff to maintain, flexible 
and even ambiguous boundaries offered the potential for parents to negotiate 
relationships that recognised their individual circumstances and preferences. 
Furthermore, parents’ social networks were often limited as a consequence of their 
additional care commitments, and in this situation providers could represent an 
important social and emotional link with the wider community. An apparent lack of 
congruence between parents’ and providers’ assumptions about appropriate 
boundaries, in terms of both identity and role, contributed to frustration and hostility 
on the part of parents. In contrast, relationships characterised by providers’ willingness 
to listen and work flexibly and respectfully to accommodate parents’ unique 
circumstances were consistently associated with narratives that were more positive 
over all. 
  
An important contribution of the study is the notion of service involvement as 
burdensome in its own right, adding to other carer burdens that are well documented in 
the literature. The sources of burden included providers who appeared not to listen to 
parents, or who were unwilling or unable to accommodate parents’ needs by offering 
flexible service schedules. Experiences of services as burdensome were to a large extent 
also reflective of parents’ own life circumstances as a consequence of their children’s 
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conditions. Parents had a level of knowledge and expertise in their child’s situation 
beyond that expected within normative parenting, as well as a prolonged caring 
presence in their children’s lives. Thus, service systems that imposed age-based 
transitions designed around developmentally typical life cycles not only failed to reflect 
the experiences of parents whose children required ongoing high-level care, but 
exacerbated and even created some of the challenges that they faced. 
 
The ways that parents viewed their relationships with providers was inextricably 
bound with their understanding of their own identities within and outside these service 
systems. Identities were individual, contextual, and featured a high degree of complexity 
and nuance as parents navigated their sense of self in diverse environments and over 
the course of their lives as parents and carers. Parents’ multiple identities as co-client, 
co-worker, and expert supported and extended the existing literature in this area 
(Petriwskyj, Adkins & Franz, 2017; Sadler & McKevitt, 2013; Twigg & Atkin, 1994; ); the 
research also suggested consistency with findings related to other types of carers, such 
as spousal carers. Furthermore, it extended the knowledge about issues pertaining to 
parent carers of adult children, to demonstrate their relevance to those whose care 
roles for younger children were qualitatively different to normative parenting 
expectations. That said, the data also highlighted unique challenges facing parents 
whose identities were influenced by the experience of protracted care roles as a result 
of their children’s conditions and atypical life courses. This was particularly the case for 
parents when children reached a chronological adulthood not matched with an 
increased capacity for autonomy, and as the parents themselves anticipated their own 
advanced age and dependency.  
 
An unexpected finding was the level of parents’ willingness to be considered as their 
child’s carer. All but one parent, a father, stated that they would describe themselves as 
their child’s carer in some way. For some, this was contextual, such as shifting between 
roles depending on whether the parenting task was atypical for the child’s age: 
managing older children’s incontinence, for example. For others, it was symbolic of the 
way they constructed their own identity as different from paid care workers. Examples 
of this construction were parents who distinguished between care and work, or 
between paid care workers and themselves as, in some sense, super-carers.     
209 
 
The availability of respite services, and the meaning of respite itself, illustrated the 
tensions that existed for many parents in terms of both service burden and identity. It 
also highlighted the potential for difference in perspective between parents and 
providers. The limited availability of consistent, safe and conveniently-located respite 
was raised by a number of parents as a significant concern for the present as well as 
children’s longer-term accommodation needs. However, some parents viewed offers of 
respite care as either a negative reflection on their own parenting or relationships with 
their children, or an intrusion into parenting that they already viewed as time-limited 
given their child’s shortened life expectancy. Where high-quality local respite services 
were available, with continuity of care enabling a foundation of trust and thought given 
to the goals of both children and parents, respite was an important mechanism for their 
health, wellbeing and community participation.  
 
Against this backdrop of diversity and dynamism in parents’ perspectives on both their 
relationships with providers and their own identities, three provider characteristics 
emerged consistently throughout parent narratives as exemplifying valued and positive 
relationships across all sectors: a willingness to listen in a way that parents felt heard, 
to be flexible, and to build relationships of mutual trust and respect. These features of 
parent-provider relationships underpinned the overarching theme of the study, 
individual (re)negotiation, in that they emerged as representative of either foundations 
for, or barriers to, the development of each parents’ multiple relationships over time. 
Their impact was not limited to the social aspects of interactions, but extended to 
practicalities, including parents’ capacity to participate in the workforce. Most 
importantly, when parents felt that their unique viewpoints had been listened to with 
respect, and that services had responded as flexibly as possible, opportunities opened 
up for co-production in a way that could accommodate parents’ and children’s 
individual and non-linear paths through life.  
 
In understanding the theme of individual (re)negotiation, it is important to distinguish 
between individually tailored or personalised services that are responsive to family 
circumstances, and individualisation as it is evident in some current service 
arrangements that appear to problematise family relationships by assuming that 
parents’ and children’s interests are in conflict. In endeavouring to promote a child’s 
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increasing independence, the latter form of individualisation fails to account for the 
possibility of individual autonomy of both parent and child within mutually respectful, 
caring and interdependent family relationships. It also risks over-simplifying family 
complexity by conceptualising family structures as linear hierarchies, rather than 
accommodating complex interrelationships of needs, strengths, and rights. Although 
conflict of interests can undoubtedly arise, this thesis argues that parents consistently 
prioritise their children’s needs, but may do so with little distinction between 
themselves and their children. An alternative to individualised services takes into 
account the complex interplay of interactions within family systems, accommodating 
multiple perspectives and complexity in a way that enhances overall effectiveness. 
 
The concept of complexity recurred throughout the study in references to children’s 
needs, parents’ experiences, and service system characteristics. Many of the parents 
described networks of providers that were both numerically large and qualitatively 
diverse, encompassing health, disability, education and community service sector 
involvement. In the health and disability sectors, this also included both institutional 
and community settings with potential duplication of disciplines such as social workers 
and allied health professionals across the different settings. These indicators of 
complexity were anticipated, given the extent of the medical conditions that many 
children experienced.  
 
Throughout the research, however, it became apparent that parents’ definitions of 
complexity did not necessarily align with those of providers. In addition to quantifiable 
and risk-driven determinants of complexity commonly used in professional contexts, 
using benchmarks such as involvement of multiple disciplines or risk of entry into aged 
care accommodation as the only available option, parents’ views on complexity could be 
influenced by the qualitative attributes of a single child, parent or provider. Several 
parents described their children as inherently complex. This had consequences for their 
interactions with providers, most notably for children with communication 
impairments, for whom parents fulfilled functions as interpreter and advocate, 
particularly at times of transition between services.  
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Unarticulated differences between parent and provider definitions of complexity 
increase the potential for misunderstandings in other areas. Formal assessments in 
which children are considered not to meet eligibility criteria for complexity, for 
example, may be interpreted by parents as dismissive of their experience. The data 
illustrated the subjective nature of complexity. Parents’ reference points for 
determining complexity may be the experiences of their developmentally typical peers, 
or their own earlier aspirations for the future. This contrasts starkly with programmatic 
definitions, where the baseline of complexity is set at a much higher level.       
 
9.2 Significance of the study 
9.2.1 Hearing the voices of parent carers 
Parent carers face distinct issues, specific to the diverse pathways of their parallel lives 
as parents and carers. In particular, the significance of this study is the exploration of 
these issues for a specific group of parent carers of children with such high-level care 
needs that the parent carers themselves form a unique and previously under-
researched group. In contrast to normative developmental stages, parents whose 
children require ongoing high-level additional support do not anticipate either their 
children’s eventual autonomy, or their own future dependence on their children for 
support in older age. This means that assumptions made about them as parents or as 
carers may be erroneous; further, it suggests that generic information designed for 
either parents or carers may not adequately reflect this group’s strengths, needs or 
concerns.  
 
Although services in health, education, community service and even disability sectors 
reflect normative, needs-based life cycles, with assumed transitions between service 
systems particularly in the late teens and around the age of 65 years, a life course 
approach offers a new and different way of understanding parents’ experiences. Not 
only do service models based on normative understandings of the developmental stages 
of early and middle childhood, adolescence, autonomous adulthood and increasing 
dependence in old age fail to integrate atypical experiences into the range of human 
diversity, they can actively contribute to the individual and systemic barriers faced by 
people with disability or rare conditions and those who care for and about them, 
exacerbating their marginalisation (Beddoe & Maidment, 2009). 
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Life course theory enables a more complex understanding of parents’ identities and care 
roles, and accommodates diverse family structures and functions, such as co-parenting 
strategies that contest traditional gender care roles. It accommodates diverse and non-
linear life trajectories, rather than viewing difference as divergent from a norm. Life 
course theory also attends to the influence of past histories and anticipated futures as 
well as issues of the present, and for this reason it aligns with complexity theory’s 
principles, particularly those of dynamism and non-linearity. Moreover, this approach 
enables parents to hold differing views about the complexity of their child’s situation. 
On this basis, it is possible to account for the experiences of families whose lives do not 
follow typical paths, and whose voices may otherwise be excluded. 
 
Similarly, challenges to traditional boundaries between care systems designated as 
informal and formal open the possibility of co-production as the basis for (re)negotiated 
relationships between service providers, people with high-level care needs, and their 
families.  In contrast to traditional imbalances of power and authority within 
relationships between parents and providers, based on knowledge, status and 
circumstances of episodic and short-term interactions, approaches based on co-
production allow both parents and providers to create and revise relationships that are 
characterised by mutual respect and trust, offering a collaborative approach to learning 
and providing care in the context of families’ individual circumstances.  
 
These two approaches enable a new understanding of parent carer experiences that 
challenges contemporary ways of thinking about these relationships and the ways in 
which services are designed and delivered. In combination, they offer the means of a 
more effective and equitable model of service delivery that respects the individual and 
developing contributions of both parents and providers.  
 
9.2.2 Contribution to methodology 
The study is also significant in furthering knowledge about strategies relevant to 
research with people whose information is difficult to de-identify, or whose views are 
under-represented in existing literature. Its methodology paid attention to processes of 
informed consent and creation of visual data, in order to engage ethically with parents. 
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Although the parents in this study represented a particular group, they share some 
barriers to research participation with others who may also remain hidden due to 
characteristics or social circumstances, or through concerns about possible 
identification. 
 
The attention given to discussions about how information would be used, and potential 
challenges to de-identification, provided unexpected insights into the ways that this 
group of parents constructed their understanding of privacy. These parents had 
interacted with a range of service systems, sometimes over many years, and it appeared 
that that they had become so used to handing over detailed personal information that 
they had almost lost a sense of ownership over it. Meanwhile, it seemed that other 
aspects of their experiences had remained unheard and outside the sphere of general 
interest. In some ways, this represented a simultaneous under-exposure and over-
exposure of different aspects of their lives.  
 
The study also demonstrated the value of offering an opportunity for visual data 
production to simultaneously contribute to, and reduce the focus on, the spoken 
interview. Perhaps the most fundamental strength of utilising such an unsophisticated 
tool is symbolic. Both philosophically and practically, it hands over the tools of data 
creation to parent participants. In physically taking control of the mechanics of the map 
creation, participants also symbolically share a degree of power within the interview 
relationship. The flexible use of the materials enabled parents to express their 
individuality, as demonstrated in the varied visual presentations of the maps contained 
in Appendices M to Q.  
 
Throughout the study, the research sought to contribute to parents’ empowerment 
though its methodology. Nerida indicated the impact of this approach: 
 
… I was just reflecting on … the way you have approached the study and 
being so flexible to be able to meet with families where they’re at and in a 
way that’s comfortable for them.  I think that it is so contrary to so much of 
the services that we’ve been receiving and where there is a barrier to entry, 
whereas where you have to meet where I’m at instead, (it) is just so 
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wonderful to have that understanding and support. It actually speaks 
volumes to me as a mother. [Nerida] 
 
Nerida’s comment demonstrates that choices in research design, and the underlying 
attitudes they convey, can communicate important messages to participants about the 
value of their voices, and their capacity to be heard if given the opportunity.  
 
9.2.3 Limitations 
Despite efforts to ensure that the research design could respond to the needs of people 
who are under-represented in research about parenting, including fathers, people of 
culturally and linguistically diverse backgrounds, and parents from more diverse family 
structures such as parents in same-sex relationships or kinship carers, this study’s 
ability to reflect these perspectives remains limited. This may be due to features in the 
design at the recruitment phase. For example, strategies to engage translators and 
interpreters had been put in place to respond to expressions of interest from people of 
specific language groups, but all recruitment material was in English, relying on bi-
lingual English speakers to alert non-English speaking people to the research. Whether 
more specific advertising would have resulted in engagement of non-English speaking 
parents remains unknown, however this is an important area for future study, as these 
parents could be expected to have important perspectives to share regarding 
relationships with providers in the absence of a common spoken language, and with 
diverse cultural perspectives on care, caring and identity.   
 
The use of single interviews also limited the amount and depth of data. This is 
particularly relevant given the study’s underpinnings in complexity theory. One of the 
principles of complexity theory is that relationships between elements change over 
time. Although there was some capacity to explore such changes through parents’ views 
about their remembered past and anticipated future, a richer understanding would be 
expected to emerge from interviews held over a period of time. The number of 
interviews in this research was constrained by the logistical scope of a doctoral 
research project and the decision to maximise the number and diversity of parents who 
shared their perspectives. To reduce the size of the parent group might have enabled 
follow-up interviews at a later stage, but at the cost of excluding some parents from 
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participation and sacrificing the diversity of perspectives. A longitudinal study enabling 
data production over months or years may be more able to gather significant insights 
into individual parents’ evolving attitudes over longer timeframes in their children’s 
lives.  
 
The research findings are also specific to the Australian context. The data reflect service 
systems’ historical and structural characteristics, as well as demographic and cultural 
influences in contemporary Australian society, and may not be applicable to other 
countries and cultures. Having said this, the degree of consistency with 
conceptualisations of carers in the international literature suggests that the findings 
have wider relevance that warrants further study to identify contextual similarities and 
differences, thereby extending the knowledge of parent-provider relationships more 
broadly. 
 
9.3 Implications  
9.3.1 The implications of (re)negotiation for policy, practice and education 
The theme of (re)negotiation points to the fluid and non-linear nature of changing 
circumstances experienced by the parents in this study, and the impacts that these have 
on relationships between parents and service providers across multiple sectors. Whilst 
unusual life experiences are commonly framed in terms of deviations from an assumed 
norm, a life course approach reframes these events. In giving them new meaning within 
the diverse and complex range of human experience, it opens the possibility of more 
collaborative relationships between parents and providers based on complementarity 
and mutual trust. This approach has implications for the ways that policy, practice and 
education must be positioned in order to address experiences that may be both unique 
and complex.  
 
The principles of transition and life trajectories, as they are understood within life 
course theory, resonated strongly with the emergence of transition as an analytical 
theme in this study, and supports attention to varied life courses, rather than normative 
individualistic stages, as a paradigm for service delivery. Transitions such as the move 
from child-focused to adult services and relocation of children out of the family home 
were experienced as crises for many parents, accompanied by feelings of loss, grief and 
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anxiety. In many instances, these transitions reflected system structures rather than 
changes in children’s needs, resulting not only in unnecessary disruption, but 
potentially also exacerbating health inequalities (Beddoe & Maidment, 2009; Cheng & 
Solomon, 2014; Halfon, DuPlessis & Barrett, 2008).  
 
A life course approach requires a focus on integration rather than fragmentation, 
occurring vertically according to levels of capacity and need; horizontally across health, 
education, disability and other sectors; longitudinally (over time); and inter-
generationally (Cheng & Solomon, 2014; Halfon et al., 2008). Each of these dimensions 
can be applied to relationships between providers and parents of children with high-
level care needs. Vertical integration allows a service response that can accommodate 
families’ experiences of acute exacerbations of chronic conditions, interspersed with 
periods of improved capacity. Horizontal integration acknowledges the diversity of 
service systems involved with families, across multiple sectors. Longitudinal integration 
includes structures and processes that reflect not only the lives of children with 
degenerative conditions, but also of their parents, whose adult lives do not mirror life 
cycle stages that are characterised by children’s increased independence and, 
ultimately, parents’ reliance on their children for care in their own older adulthood. For 
this reason, intergenerational integration is crucial for these families, an issue that 
poses particular challenges for current arrangements of services.  
 
Such integration is possible within current service structures, through improved 
communication processes and streamlining of system-generated transition points in 
which parent carers can actively participate through (re)negotiation activities and 
processes identified in the study. However, there is also potential for more 
transformative change, as the use of a life course approach also supports innovation in 
the design of new systems to more closely reflect the diversity of these families, their 
individual paths through life, and the complexity of their experiences.  
 
Figure 9.1 summarises the vertical, horizontal, longitudinal and intergenerational 
aspects of integration for parents and children with high-level support needs. 
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Figure 9.1. A framework for the integration of services to parents and children with 
high-level support needs(adapted from frameworks proposed by Cheng & Solomon 
(2014) and Halfon et al. (2008))  
 
Life course and co-production approaches, combined with an emphasis on co-parenting 
initiatives, allow for incorporation of parents’ perspectives into work with individuals, 
without jeopardising the needs of their children. This contrasts with prevailing 
assumptions about male and female parenting roles, the individualised and 
unidirectional interactions assumed within the concept of primary carer, and views of 
families in which certain family structures and functions are seen as divergent from a 
standardised norm based on dominant historical and cultural assumptions. Co-
production relationships also facilitate increased opportunities for power-sharing, 
although it is important to consider variations in family members’ capacity to engage in 
this way, and to avoid providers’ abdication of accountability that is most appropriately 
retained by qualified professionals (Batalden et al., 2016).  
 
It should be noted that the policy landscape changed considerably over the course of the 
research. This was particularly evident in the disability sector, as a result of the national 
implementation of the National Disability Insurance Scheme (NDIS), with flow-on 
effects for funding and service delivery not only in the disability sector but also in health 
care provision, accommodation services, and transitional care. Although in many ways 
fraught, the extent of these changes offers opportunities to review existing frameworks 
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in policy and practice to a degree not usually possible. On one hand the NDIS focus on 
the individual person with disability, accompanied by limited recognition of the roles of 
parents and other carers, presents challenges for parents and providers who seek to 
work together. On the other, the emphasis on access to individual supports rather than 
programmatic funding models may enable providers to undertake cultural change 
within their organisations that align with co-production and mutually beneficial 
outcomes.  
 
In its acknowledgement of the rights of people with disability to participate in their 
communities, and to access the supports they require in order to do so, the National 
Disability Insurance Scheme Act (2013) (Cth) represents a significant shift from a deficit-
based understanding of disability, in principle if not yet fully in practice. This research 
supports an equivalent position based on the rights of parent carers, in order that they, 
too, are able to participate both in decisions that affect their lives, and in their wider 
communities. A focus on carer rights takes as a starting point an assumption of carers’ 
entitlement to recognition and support. This contrasts with policy and practice 
positions that ignore or exclude carers, including parent carers, unless a support need is 
identified and a response is considered feasible within available resources. 
 
Although carers’ rights to recognition have been enshrined in legislation at both 
national and state levels since 2010, this research supports the views of carers’ groups 
such as Carers NSW (2017) that further attention is required to ensure that providers 
are fully aware of their responsibilities under such legislation, and adequately 
resourced to meet these responsibilities, if the intent of the legislation is to be achieved. 
This has implications both for the provision of adequate and appropriately-targeted 
resources and the design of service models. Models based on individual needs and 
deficits have the potential to further entrench disablism. By recognising parent carers as 
equal stakeholders with the person identified as the recipient of care, parents, children 
and providers are reframed as partners in co-productive care relationships. The 
findings from this study have contributed to the recognition of parent carers through 
the exploration of their lived experiences with service systems, and support the 
inclusion of their voice in disability discourse.   
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Developing a new understanding of parents’ experiences through a life course frame, 
with a commitment to co-production of services, has significant ramifications for each of 
the sectors of health, education, disability and community services. Accommodating 
diverse and non-linear life pathways presents a challenge to existing siloed structures 
and functions. Moreover, inflexible hierarchical structures reinforce power imbalances 
and serve to perpetuate inequities in education, health and community service settings. 
These sectors are all predicated, in slightly different ways, on assumed life stage 
transition points based on chronological age and mastery of standardised 
developmental tasks, exacerbating the stress and disablement experienced by both 
parents and children whose life experiences do not fit these normative patterns. 
 
For example, children’s transition into the sphere of adult services presented a specific 
concern for parents in their interactions with health, housing, legal, financial and 
insurance services. Several parents reported processes that automatically excluded 
them from accessing information or managing their children’s finances when their child 
reached legal adulthood. Some health services had limited capacity to accommodate 
rare and complex health conditions necessitating hospital admission in order to 
coordinate multiple routine medical assessments. Besides the possible financial costs of 
hospital admission and risk of other health complications (such as hospital-acquired 
infection) in this environment, this situation appeared to be driven by provider 
convenience and constraints in health policy and funding of specialist services rather 
than the interests of children and their parents. 
 
In contrast, the interface between education and allied health programs demonstrated 
models of integrated therapy and education in school settings, facilitating continuity in 
children’s access to educational, health and social connections. Similarly, focused 
transition support programs for young people exiting from paediatric hospital services 
were in place in some locations. Such programs demonstrate the possibilities of life 
course and co-production approaches, but few parents in the study had had the 
opportunity to experience such programs.  
 
In the education sector, parents often took the lead in managing their children’s 
transitions between individual schools, such as from primary to secondary or Special 
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Education facilities, albeit with indirect support from schools in the form of information 
about options to explore. Where providers offered an active role in integration across 
sectors, the data suggested there was value not only for children’s smoother transitions 
between services, but also as a context in which their parents could renegotiate their 
own changing identities and service relationships. However, to do so had implications 
for the direction of resources to support this level of active engagement by providers in 
transition processes. Such resourcing requires policy support to frame providers’ 
responsibilities for the rights of both children and their parents, together with service 
provider education in the development of skills to enable more collaborative 
partnerships with parents navigating these transitions.   
 
Life course frameworks and co-production build in expectations of increased cohesion 
in the interface between disparate sectors, for the benefit of providers and families 
alike. Through reducing the burden of multiple unco-ordinated appointments, for 
instance, parents’ participation in paid workforce and attention to their own health, 
wellbeing and social connectedness can be enhanced. In the community sector, an 
emphasis on co-production and responsiveness to unusual life paths has the potential to 
inform new models of transitions into adult programs, again benefitting parents as well 
as children as their ongoing role in their children’s lives is acknowledged and valued, 
rather than diminished.    
  
The study’s critical postmodern feminist lens offered an insight into parents’ apparently 
contradictory stances concerning their views of gender and service providers. This was 
especially pertinent in the community and disability sectors.  In the context of 
transportation and personal care roles (in both residential and day programs), fears of 
sexual predation were expressed alongside appreciation of the value that male workers 
brought to a predominately female workforce. Such views can form barriers to 
community participation for children and parents alike, and so it is crucial to 
acknowledge and address them. At a local level, this has implications for staffing levels 
and adequacy of supervision; at a broader level, it supports ongoing attention to policies 
and workplace education that assist in protecting people with high-level care needs 
from harm, and reinforces the importance of continuity of relationships, as transitions 
to new programs or unfamiliar workers intensified parents’ fears.  
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Despite examples of parent-provider relationships characterised by mutual respect and 
trust, the frequent recurrence of narratives of frustration, conflict and a sense of being 
overwhelmed by some aspect of formal systems suggests that a dissonance continues to 
exist between the espoused intentions of policy and practice, and the lived experiences 
of many parents. Factors such as constraints of service availability and a lack of parents’ 
trust in service providers presented barriers to children’s participation; they also 
hindered parents’ return to paid employment, with financial implications for families 
and personal implications for individual parents who had previously shaped their 
identities in part around their participation in, and contribution to, the paid workforce.  
 
Throughout the research it was evident that services were often deficit-driven rather 
than formulated to respond to the rights of parent carers as well as of their children. An 
alternative approach to parent-provider relationships, based on a framework of human 
rights, offers a foundation for the development of co-production of care in both 
professional and domestic settings. A rights-based approach offers a contrasting way of 
understanding not only parents’ support needs, but also their agency in relationships 
with providers, their participation in planning and decision-making regarding their 
children’s lives, and their active construction of their own identities as parents, as 
carers, and as unique and multifaceted individuals. This alternative approach goes 
beyond a general acknowledgement of parents’ strengths and capacities; it validates 
their participation in discussions and decisions that affect their lives as well as those of 
their children. It also entitles them to support in order to achieve their own life goals. 
 
The implementation of recommendations in areas of policy, practice and research is 
closely entwined with educating the current and future human services workforce. 
Parents’ experiences transcend the boundaries of professional disciplines, and working 
towards more cohesive discourses and organisational cultures in the future goes some 
way towards addressing the challenges parents experience when dealing with 
fragmentation and inconsistency across complex service systems. Most importantly, in 
terms of developing co-production between parents and providers, the study’s findings 
support the inclusion of parents, as experts, in provider education activities across 
multiple sectors.  
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Given the thematic importance of individual (re)negotiation of relationships, the study 
has implications for the ways that students are educated to conceptualise diversity 
when encountering people whose life experiences do not match standardised 
developmental stages. Beddoe and Maidment (2009) and Bywaters (2007) suggested 
that social work education has historically drawn on understandings of human 
development that assume linear progression, with characteristics common to people at 
each stage. These understandings interpret diversity in terms of deviance, minimising 
or discounting historical, cultural and other factors contributing to human difference. 
More contemporary curricula place emphasis on diversity and inclusion, supporting this 
study’s key finding of the relevance of individual (re)negotiation by parent carers. This 
highlights the importance of educating providers to be able to identify and respond to 
the diverse and changing life courses of the people to whom they provide a service, and 
to incorporate notions of co-production and power-sharing in their work with families. 
Furthermore, a life course approach is not restricted to work with individuals or 
families, but has application to social work education about macro-level factors 
associated with health and social inequality affecting people over their lifetimes 
(Beddoe & Maidment, 2009; Bywaters, 2007). 
  
9.3.2 Implications for social work 
Social workers are well-placed to take a central role in reframing policies and practices 
across health, disability, education and community service sectors, based on the 
profession’s knowledge base, values, and commitment to challenging and alleviating 
systemic inequities. With regard to the implications for social work education and 
practice specifically, social work’s professional values and broad academic preparation 
place social workers in a strong position to take a holistic view, understanding and 
acting on both parents and children’s experiences in this service environment, as well as 
to contribute directly to inter-professional and cross-sectoral education. 
 
A theoretical framework that combines complexity theory and critical postmodern 
feminism supports social workers’ capacity to identify and confront complex issues of 
power and oppression, and to engage in power-sharing approaches in work with 
families and communities. Whether located in the health, disability, education or 
community services sector, this framework supports social workers to make sense of, 
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and challenge, prevailing discourses that disempower parent carers. In critiquing issues 
of gender within and between families and service systems, students have the potential 
to move beyond current gendered assumptions towards a focus on co-parenting models 
that better reflect the experiences of the parents in this study, and allow space for 
diverse family structures and parenting roles. Complex systems theory’s proposition 
that small changes can have non-linear influences that, cumulatively, result in 
disproportionate effects (Healy, 2014) offers an optimistic view of capacity for change, a 
central tenet of social work. However, students can be expected to encounter contested 
environments of policy and practice in all human service sectors, with possible 
dissonance between these and their own professional and personal values, and 
preparation to work reflexively and sustainably in this environment is crucial.    
 
9.3.3 Areas for further exploration  
In contributing to a deeper understanding of the perspectives of parent carers of 
children with high-level care needs in Australia, this study suggests opportunities for 
future research in three main areas: further exploration of the perspectives of parents 
whose voices remain underrepresented, a more detailed understanding of Australia’s 
policy environment and its impacts on parent carers, and investigation into the use of 
this study’s methodological innovations in other research contexts involving under-
represented and systemically marginalised groups.  
 
The under-representation of fathers and parents from culturally and linguistically 
diverse backgrounds, despite research design features to maximise their engagement in 
data production, emphasises the importance of employing recruitment strategies that 
specifically address the concerns of people whose life courses and understandings of 
care, as well as their approach to relationships with providers, is likely to differ from the 
mainstream. This may require more focused recruitment strategies, such as use of 
translated advertising materials and an emphasis, from the point of initial recruitment, 
on flexible or creative data production methods.  
 
Listening to the perspectives of all parents is of critical importance if they are to 
experience gains in the balance of power in parent-provider relationships. It is likely 
that under-represented groups experience even greater power imbalances than other 
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parents of children with high-level care needs, not only in research but also in policy 
and practice. In the context of the Australian population’s ethnic diversity and changing 
socio-cultural perceptions of families, the influence of conceptualisations of care on 
interactions between parents and providers warrants further investigation. 
 
Australia’s policy environment is unique and rapidly changing, influenced by global 
trends contextualised to the local experience. This presents opportunities for 
researchers to contribute further comparative analyses of Australia’s policy context and 
that of other countries. Current policies in health, disability and aged care, for example, 
have been influenced by experiences in other countries in which neoliberal 
underpinnings have reshaped policy and service provision. The findings from this study 
go some way in challenging the positioning of parent carers in this contemporary 
disabilities discourse, and supports Cresswell’s (2017) call to critically examine the 
impacts of these initiatives on the experiences of carers.     
 
Finally, the methodological innovations in consent processes and visual data production 
demonstrated that these approaches enabled new knowledge to be developed about 
parent carers’ experiences with complex service systems, however further research 
exploring the use of these strategies in other contexts is required in order to explore 
their wider utility. Steps undertaken in the methodology facilitated the more active 
participation of parents in the management of their information, and in producing not 
only verbal but visual information about their experiences. These elements in the 
research methods have effectively supported the research inquiry and make an 
important contribution to the research methodology and design of other studies that 
aim to work in ethical and co-productive ways with people whose agency in mainstream 
research methodologies may be diminished.  
 
9.4 A personal reflection  
In Chapter One, I noted the importance of taking a reflexive approach throughout the 
design and implementation of this study, given my professional and personal 
background. In social research interviewing, both researchers and participants hold a 
particular position in relation to the topic, the context and each other, influencing both 
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the processes and outcomes of interviews (D’Cruz & Jones, 2004). I used reflexivity to 
understand my own position and participation in the research, and to ensure that my 
focus remained clearly on the parents’ perspectives, while recognising my influence in 
the creation and analysis of the data.   
 
To the extent that the perspectives of parents caring for a child with high-level care may 
be lost in bureaucratic, professional and/or political discourses, I initially saw my 
research role as, at least in part, the amplification of parents’ voices.  To function purely 
as an amplifier of others' voices, however, would fail to delve more deeply into the 
forces that shaped the parents’ views, going beyond the superficial and seeking an 
understanding of the complexities, nuances, and inconsistencies that emerged through 
the social construction of meaning.  
 
The question of a researcher’s position within or outside the participant group was also 
relevant to my location in the research. On the occasions when parents asked for 
information about my background with the topic, and my personal experiences as a 
parent, I endeavoured to ensure that my response built an appropriate level of rapport 
and trust, but that such self-disclosure did not divert the focus of discussion from the 
parent. This was not always easy or straightforward to discern in the moment, again 
emphasising the importance of reflexivity in this type of research. 
 
Despite my overall location as an outsider to the experience of parenting a child with 
high-level care needs, I also brought characteristics of an insider to the research. 
Beyond being a parent, and with indirect experience of genetic conditions in my 
extended family, I was also familiar with some of the concepts and terminology used by 
parents. I used this knowledge consciously in the phrasing of some questions, and in my 
responses to parent information. The combination of elements of insider and outsider, 
conceptualised by Dwyer & Buckle as “the space between” (2009, p.54), enabled me to 
work towards an empathetic relationship, while remaining respectful of the expertise of 
parents, a view that I made explicit on some occasions in the course of interviews. 
 
Morris (2001) challenged the right of feminists without impairments to determine the 
meaning of other women’s impairments; a similar challenge could be applied to my role 
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in this research. Morris’s challenge could be reframed as a caution to all researchers 
who seek to convey the experiences of any less powerful group outside their own 
personal experience. My intention in this thesis has been to present my interpretations 
of parents’ perspectives with respect and integrity, contributing my research skills in a 
way that led to a deeper understanding of their experiences and challenging existing 
power inequities; my interpretation was not intended to hold a privileged position over 
the voices of parents themselves.  
 
In addition, from the commencement of the study I was aware of the need to reconcile 
my past casework experience with the researcher role in interviews. I faced two 
challenges when confronted by such conflicts. One challenge was to discern an 
appropriate response when I identified a gap in knowledge or service provision that I 
felt equipped to address, had I been present in a casework role. The other challenge I 
faced was the emotional labour that resulted from considering these role conflicts, 
particularly as they often arose in unpredictable ways and required an internal 
conversation while simultaneously attending to the parents’ construction of their data. I 
had been aware of this challenge at an intellectual level from the commencement of the 
study, but the research experience exposed me to the emotional ramifications.  
 
In some instances, I was also aware that I wanted to offer more practical assistance. 
Following one interview, I wrote in my journal: 
 
I left the visit feeling extremely privileged to be invited into people’s homes 
and lives, and very sad and frustrated (not quite the right words though) that 
I can’t step in to be more actively supportive. I’m very conscious that I’m 
there to listen and learn … during the interview I try very hard to be the 
listener to the parent’s expertise. This is a valuable lesson in the power of 
being passive – at least, not passive, because I’m actively listening and my 
presence (verbal and non-verbal) certainly actively shapes the interaction as 
well, but passive in the sense of not putting forward ideas, responses and 
suggestions. (Parentheses in original) 
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On other occasions, I had to make conscious efforts not to move into a counselling 
relationship, particularly when parents expressed distress. As with any counselling role, 
my researcher status included a crucial need for self-awareness, self-care, and use of 
supervision when relevant. For example, I noted in a journal following a long and 
qualitatively rich interview: 
 
I was aware that I needed to be conscious of not becoming too emotionally 
caught up in the complexity of the situation [parent] presented. She 
mentioned that she was keen to share her story. When we spoke by phone 
[prior to the interview] she commented that this “shares the load” for her 
and it is a way that she can diffuse some of her stress. 
 
The professional background that led me to undertake this study also necessitated a 
reflexive approach when questions of role boundaries arose in the context of 
discussions with the six parents with whom I had had previous contact. In these 
instances, as with other occasions in which I anticipated ethical dilemmas such as 
strategies for protection of parents’ anonymity, my approach was to discuss the issues 
with parents and include them in determining how to respond. By taking this approach I 
sought to engage parents and meet my ethical responsibilities in both the research and 
external contexts.  
 
9.5 Conclusion 
The research set out to contribute to new knowledge about parents’ perspectives, based 
on a philosophy and research design that focused on respectful and ethical processes 
that aimed to avoid the replication of imbalances experienced by parents in other 
contexts. Its theoretical framework, which brought together complexity theory and 
critical postmodern feminism, offered a helpful lens through which to understand the 
parents’ experiences within their wider social context. 
 
This thesis demonstrates that the parents who participated in data production were 
active agents in the establishment and (re)negotiation of their relationships with a wide 
range of providers across multiple sectors. These relationships, and parents’ 
constructions of their own and others’ identities, occurred within the wider contexts of 
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their lives and experiences in the past, present, and anticipated future. Within the theme 
of their diverse and individual (re)negotiations with providers, parents shared common 
concerns about feeling heard, accessing flexible services, and developing mutually 
respectful and trusting relationships. Through their narratives, parents described many 
scenarios in which their life courses, like those of their children, had departed from 
developmental norms and social expectations, with repercussions for their interactions 
with service systems. These systems commonly assumed life cycle stages that were not 
only incongruent with those of families but often actively exacerbated parents’ 
marginalisation and increased their distress and sense of burden. 
 
The thesis findings suggest that, in contrast to more traditionally understood life cycle 
models, life course theories offer a useful way of understanding and responding to 
parents’ experiences.  A different way forward is suggested, enabling parent carers to 
more effectively engage with service systems. These systems should reflect rights-based 
service responses, and equal, shared responsibilities that engage with parents in co-
production relationships. Such arrangements acknowledge parents’ wishes to maximise 
their children’s opportunities for the best life possible whilst at the same time 
supporting their high-level care needs. The findings also acknowledge the important 
role that gender plays in social constructions of care, refocusing on opportunities for co-
parenting and co-production that accommodate diverse family contexts, cultures and 
service environments in a shared, mutually understood future. 
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